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SPECIAL  ACTIVITIES 

The  Children's  Inn  Art  Show:  The  sponsors,  partners,  and  participants  of  the  Summit  would  like 
to  thank  the  children  and  families  staying  at  the  Children's  Inn  as  well  as  the  staff  for  generously 
donating  the  works  of  art  on  display  at  the  Summit's  Art  Show.  The  Children's  Inn  provides  a 
comfortable  and  supportive  environment  for  families  whose  children  are  being  treated  at  the  NIH 
Clinical  Center.  The  Inn  has  operated  24  hours  a  day  since  it  opened  in  1990  and  has  been  home 
to  nearly  6,000  seriously  ill  children  and  their  families. 

Networking  and  Town  Hall  Meeting:  Everyone  is  welcome  to  attend  a  networking  event  and 
town  hall  meeting  on  Monday  night  in  the  Crystal  Ballroom  of  the  Hyatt  Regency  Bethesda  begin- 
ning at  6:30  p.m.  Hosted  by  the  NCI  Director's  Consumer  Liaison  Group  (DCLG),  this  event  offers 
an  opportunity  for  informal  discussions  and  information  sharing  between  DCLG  members  and 
cancer  advocates  from  around  the  country.  At  7:15  p.m.,  the  event  will  culminate  in  a  town  hall 
meeting  to  facilitate  an  open  discussion  and  forum  forfeedback  and  ideas.  The  DCLG  encourages 
everyone  to  attend  and  looks  forward  to  hearing  advocates'  views  on  a  wide  variety  of  issues, 
programs,  and  research  priorities  for  NCI. 

Seated  Meditation:  Ms.  Dawn  Yarrington  will  provide  seated  meditation  on  Tuesday  morning  in 
Conference  Room  El/2.  Ms.  Yarrington  will  instruct  participants  on  the  use  of  guided  imagery  and 
specific  tools  to  enhance  the  flow  of  breath. 

Internet  Cafe:  Located  in  Conference  Room  G1/2,  the  Internet  Cafe  provides  attendees  a  place  to 
check  e-mail  and  download  cancer  information  from  the  Web. 

Attendee  Lounge:  Located  in  Conference  Room  F1/2,  the  Attendee  Lounge  offers  a  restful,  quiet 
environment  for  attendees  to  take  a  break,  relax,  and  recharge.  The  Lounge  will  be  open  to  par- 
ticipants throughout  the  entire  Summit. 

Entertainment:  Tuesday's  Inspirational  Moment  will  be  led  by  Mr.  Wintley  Phipps,  an  international 
vocal  artist  and  humanitarian.  Mr.  Phipps  is  the  Founder  and  President  of  the  U.S.  Dream  Acade- 
my, Inc.,  a  non-profit  organization  to  assist  children  with  a  history  of  intergenerational  incarcera- 
tion and  those  falling  behind  in  school.  He  has  performed  before  international  audiences  at  the 
annual  National  Presidential  Prayer  Breakfast  in  Washington,  D.C.,  for  Presidents  Ronald  Reagan, 
George  H.W.  Bush,  William  Jefferson  Clinton,  and  George  W.  Bush. 
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Welcome  from  NCI 


Welcome  to  the  National  Cancer  Institute's  (NCI)  inaugural  Summit  for  the 
patient  advocacy  community:  Listening  and  Learning  Togetlier:  Building  a 
Bridge  of  Trust.  I  am  very  pleased  to  offer  you  the  chance  to  learn  firsthand 
about  the  NCI  and  the  National  Institutes  of  Health  (NIH),  and  we  all  look 
forward  to  hearing  more  about  your  organizations  and  their  important  work. 

Since  the  passage  of  the  National  Cancer  Act  more  than  30  years  ago,  our 
nation  has  made  great  progress  in  reducing  the  burden  of  cancer.  As  you 
well  know,  NCI  is  striving  toward  the  goal  of  eliminating  the  suffering  and 
death  from  this  dreaded  disease.  Continued  momentum  in  that  mission  will 
require  not  only  dedicated  scientific  research  but  the  collaborative  efforts  of  the  entire  cancer 
community.  Your  presence  at  this  Summit  is  a  clear  demonstration  of  your  commitment. 

Because  NCI  values  the  contributions  of  advocates,  we  have  worked  with  the  Foundation  for  the 
National  Institutes  of  Health  (FNIH)  to  secure  nearly  60  scholarships  to  bring  advocates  to  NIH  for 
this  event.  I  thank  the  Foundation  for  its  generous  assistance. 

I  would  like  to  add  a  word  of  thanks  to  the  NCI  Office  of  Liaison  Activities  for  organizing  this  Summit 
and  for  the  diligent  work  of  its  staff  each  and  every  day  to  communicate  important  information  to 
all  patient  advocacy  groups.  I  also  greatly  appreciate  the  efforts  of  the  members  of  the  Director's 
Consumer  Liaison  Group  (DCLG),  your  hosts  this  week.  Under  Doug  Ulman's  superb  leadership,  the 
DCLG  continues  to  provide  valuable  consultative  advice  to  the  NCI  Director  and  outstanding  links 
with  the  public,  patients,  survivors,  and  families. 

It  is  my  distinct  pleasure  to  welcome  you  to  the  NIH  campus,  home  of  the  world's  foremost  medical 
research  institution,  and  to  your  National  Cancer  Institute.  We're  glad  you're  here  and  hope  that 
you  will  leave  with  a  greater  understanding  of  the  programs  of  NCI  and  with  the  same  pride  I  have 
in  this  Institute. 

With  great  appreciation, 


John  E.  Niederhuber,  M.D. 
Acting  Director,  NCI 


Welcome  from  the  DCLG 


Welcome  to  Listening  and  Learning  Togetiier:  Building  a  Bridge  of  Trust,  a 
Summit  for  the  cancer  advocacy  community  hosted  by  the  NCI  Director's 
Consumer  Liaison  Group  (DCLG).  Representatives  from  all  segments  of  the 
cancer  community  have  convened  on  the  campus  of  the  National  Institutes 
of  Health  (NIH)  to  give  their  constituents  a  strong  voice  and  to  help  shape 
future  interaction  and  collaboration  between  NCI  and  the  community. 

Thank  you  for  joining  your  peers  in  advocacy  from  around  the  country  for 
this  unique  opportunity  for  interaction  and  candid  conversation  with  each 
other  and  with  NCI  and  NIH  leaders.  The  role  of  advocates  in  the  work  of 
NCI  is  crucial  to  implementing  initiatives  and  accomplishing  the  shared 
vision  of  eradicating  the  suffering  and  death  from  cancer.  By  participating 
in  the  Summit  and  engaging  in  meaningful  dialogue  with  NCI  staff  and 
others  in  the  patient  advocacy  community,  you  join  us  as  we  take  important 
steps  in  realizing  this  vision. 

The  DCLG  has  planned  two  activity -filled  days  during  which  you  can 
learn  about  NCI  and  each  other,  enhance  NCI's  understanding  of  your 
organization  and  constituency,  share  experiences  and  insights,  and  discuss 
the  future  of  cancer  research.  Presenters  ranging  from  NCI  leadership 
to  participants  in  NCI  clinical  trials  will  offer  a  variety  of  perspectives.  We  are  especially  excited 
about  the  Poster  Picnic,  which  will  give  us  all  a  chance  to  learn  about  the  innovative  programs  that 
community  organizations  have  created  around  the  country. 

The  Summit,  dedicated  to  the  memory  of  former  DCLG  Executive  Secretary  and  cancer  survivor 
Nancy  Marie  Caliman,  is  designed  to  be  interactive  and  to  include  broad  representation  from  the 
entire  cancer  community,  with  special  attention  to  organizations  that  work  with  the  medically 
underserved.  We  are  happy  to  have  the  support  of  the  Foundation  forthe  National  Institutes  of 
Health  to  provide  scholarships  to  qualified  advocates  who  applied. 

We  look  forward  to  sharing  with  you  and  learning  from  your  cancer  advocacy  experience  over  the 
next  two  days. 


Best  wishes, 

Doug  Ulman,  DCLG  Chair  Mary  Jackson  Scroggins,  Summit  Working  Group  Chair 
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•    This  Summit  is  dedicated  to  the  legacy  of  Nancy  Marie  Caliman,  who  suc- 
i^    cumbed  to  multiple  myeloma  in  2005. 

Ms.  Caliman  served  as  Executive  Secretary  of  the  NCI  Director's  Consumer 
Liaison  Group  (DCLG)  from  2003  to  2005.  She  ensured  that  all  functions  of 
the  DCLG  operated  smoothly.  As  the  DCLG  Executive  Secretary,  Ms.  Caliman 
worked  behind  the  scenes  to  support  and  coordinate  important  activities 
and  make  sure  that  the  voice  of  the  advocacy  community  was  heard  at  NCI. 
An  advocate  herself,  she  was  particularly  well  suited  to  the  task.  Ms.  Cali- 
man worked  tirelessly  with  great  grace  and  determination  on  behalf  of  the 
DCLG  and  other  consumer  advocates;  her  efforts  led  to  many  rich  results. 

Under  her  leadership,  the  DCLG  launched  the  first-ever  survey  of  the  advocacy  community  by  the 
DCLG  and  NCI  to  identify  areas  for  focus.  Then  she  helped  the  DCLG  begin  to  address  these  areas, 
working  as  a  liaison  inside  and  outside  the  agency.  Ms.  Caliman  faced  the  challenges  of  this  posi- 
tion, ensuring  that  all  government  regulations  were  followed  while  meeting  the  needs  of  a  diverse 
advocacy  community.  Ms.  Caliman  administered  the  selection  of  the  current  DCLG  members  and 
also  found  time  to  mentor  junior  staff. 

Ms.  Caliman  was  born  on  January  23, 1953,  in  Detroit,  Michigan.  She  was  nine  months  old  when  the 
Caliman  family  moved  to  Tuskegee,  Alabama,  and  then  on  to  Washington,  D.C.,  in  1964.  Ms.  Caliman 
attended  Paul  Junior  High  and  Calvin  Coolidge  Senior  High.  In  1969,  her  son,  David  Martin  Caliman, 
was  born. 

Ms.  Caliman  received  her  bachelor  of  science  in  chemistry  from  Howard  University  in  1974  and 
pursued  graduate  studies  at  Catholic  and  George  Washington  Universities.  She  served  as  public 
affairs  director  for  two  local  radio  stations,  executive  director  for  Prince  Georges  Community  TV, 
and  regional  outreach  director  for  WETA,  the  region's  public  television  station.  For  nine  years,  Ms. 
Caliman  served  as  project  director  for  the  National  Caucus  and  Center  on  Black  Aged.  She  will  be 
remembered  there  for  her  work  to  eliminate  resource  disparities  and  to  increase  personal  advo- 
cacy among  older  African  Americans.  Ms.  Caliman  also  served  as  the  president  of  the  D.C.  Chapter 
of  the  American  Lung  Association. 

When  she  wasn't  working  or  caring  for  her  family,  including  four  granddaughters,  Ms.  Caliman  was 
an  active  member  of  Shiloh  Baptist  Church.  In  addition  to  her  role  on  the  Deacon  Board,  Ms.  Cali- 
man served  as  superintendent  of  the  church  school.  She  was  an  avid  tennis  player  with  both  the 
Washington  Area  Tennis  League  and  the  Shiloh  Tennis  League. 


Ms.  Caliman's  professionalism  and  serenity  served  her  well  when  she  was  diagnosed  with 
advanced  multiple  myeloma  in  2004.  She  continued  to  work  until  three  weeks  before  her  death, 
never  once  complaining. 

The  following  remarks  from  her  colleagues  and  coworkers  demonstrate  that  Ms.  Caliman's  cancer 
diagnosis  only  served  to  temper  her  strong  spirit  and  to  bring  forth  her  natural  grace  in  all  situa- 
tions. It  is  in  the  spirit  of  Ms.  Caliman's  memory  that  we  work  to  offer  you  the  first  Summit  for  the 
cancer  advocacy  community  at  the  National  Cancer  Institute. 

"...Nancy  left  us  on  Friday  evening  after  a  long,  courageous  battle  with  cancer.  I  will  never  forget 
my  interactions  with  her  over  the  last  few  years,  and  I  will  surely  miss  her  sense  of  pride,  dignity, 
and  the  professionalism  that  guided  her  in  all  that  she  accomplished.  She  will  live  on  as  an  inspira- 
tion to  me  for  years  to  come.  Her  ability  to  maintain  such  pride  and  enthusiasm  for  her  work  while 
battling  such  adversity  is  commendable  and  should  be  a  model  for  others." 

"I  remember  her  gentleness  and  hard  work  with  a  sense  of  dedication  and  focus." 

"Nancy  was  a  wonderful  and  steady  advocate  on  behalf  of  all  survivors  and  will  be  dearly  missed." 

"This  is  truly  a  deep  loss  for  all  of  us.  We  enjoyed  working  with  her  and  will  miss  her  kind  spirit  and 
radiant  smile." 

"What  a  dear  woman  she  was,  quiet  and  professional,  yet  completely  compassionate  and  very 
much  aware  of  the  point  of  view  of  others  and  the  necessity  to  make  things  happen  without  stress." 

"She  was  quite  the  'soldier.'  Nancy  was  always  'on  duty'. ..we  must  continue  to  push  forward  with 
'all  deliberate  speed'  as  we  remember  Nancy,  her  elegance,  and  our  other  cancer  constituents  and 
their  families." 

"She  was  a  real  asset  to  OLA,  and  I  know  her  presence  will  be  missed...  I  was  always  impressed 
by  her  quiet  strength,  dignity,  and  diplomatic  way  of  expressing  her  opinion." 

"She  truly  was  one  of  those  people  that  exhibited  grace  and  excellence  in  every  action." 

"Nancy's  kind  and  gentle  spirit  will  stay  with  me  forever.  I  feel  so  blessed  to  have  known  her." 

"She  was  diligent,  she  took  pride,  she  was  respectful,  she  was  gentle." 

"Her  dignity,  grace,  total  professionalism,  and  integrity  were  clear  and  constant  through  every  en- 
counter. I  will  miss  her,  but  her  loving,  gentle  spirit  will  continue  to  serve  as  inspiration  to  all  of  us." 

"Nancy  was  a  professional's  professional — with  outstanding  analytical  and  interpersonal  skills  and 
equanimity.  I  and  her  former  colleagues  remember  her  as  a  gentle  giant,  someone  who  had  a  pas- 
sion for  excellence  and  making  sure  that  consumer  advocates'  voices  are  heard." 


IV 


■A 


•A 
-A 
■A 


About  the  DCLG 
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The  National  Cancer  Institute,  the  federal  government's  primary  agency  for  cancer  research, 
launched  a  landmark  initiative,  the  Director's  Consumer  Liaison  Group  (DCLG),  in  December  1997. 
The  DCLG  is  NCI's  first  and  only  all-consumer  advisory  body.  It  makes  recommendations  to  the 
NCI  Director  from  the  consumer  advocate  perspective  on  a  wide  variety  of  issues,  programs,  and 
research  priorities.  DCLG  Summit  Working  Group  members  are  listed  with  an  asterisk. 


Mr.  Doug  Ulman,  Chair^ 

(7/2004-6/2008) 

Chief  Mission  Officer 

Lance  Armstrong  Foundation 

Austin,  TX  78746 

Office  Phone:  (512)279-8385 

E-mail:  doug.ulman@laf.org 

Mr.  Doug  Ulman,  at  only  28  years  old,  is  a  three-time  cancer  survivor  and  na- 
tional cancer  survivorship  advocate.  Having  overcome  chondrosarcoma  dur- 
ing his  sophomore  year  in  college  and  malignant  melanoma  twice  since,  Mr. 
Ulman  founded  the  Ulman  Cancer  Fund  for  Young  Adults,  a  non-profit  organiza- 
tion to  provide  support,  education,  and  resources  to  young  adults,  their  fami- 
lies, and  friends  who  are  affected  by  cancer  (www.ulmanfund.org).  Following 
his  three  cancer  diagnoses,  Mr.  Ulman  returned  to  the  soccerfield  and  helped 
Brown  University  to  three  Ivy  League  Championships  in  four  years. 


Mr.  Ulman  served  as  Executive  Director  of  the  Ulman  Cancer  Fund  for  Young 
Adults  for  four  years,  and  he  is  now  the  Chief  Mission  Officer  for  the  Lance 
Armstrong  Foundation  (www.livestrong.org)  in  Austin,  Texas.  The  Lance 
Armstrong  Foundation  believes  that  in  your  battle  with  cancer,  knowledge  is 
power,  attitude  is  everything,  and  unity  is  strength.  The  Foundation  focuses 
its  attention  on  public  health,  research,  and  advocacy  activities  that  impact 
the  lives  of  those  affected  by  cancer.  Sharing  many  of  the  same  ideas  about 
survivorship  with  Lance  Armstrong  and  a  similar  passion  for  athletics,  Mr. 
Ulman  has  participated  in  six  marathons,  including  a  100-mile  marathon  in 
the  Himalayan  Mountains.  In  2001,  Mr.  Ulman  decided  to  join  forces  with  the 
seven-time  Tour  de  France  Champion  to  help  millions  of  people  living  with, 
through,  and  beyond  cancer. 

Mr.  Ulman  has  received  numerous  awards  for  his  service  to  the  community. 
In  2002,  he  was  selected  from  more  than  20,000  individuals  to  appear  on 
more  than  15  million  boxes  of  Wheaties  Energy  Crunch  as  an  American  Ev- 
eryday Hero.  In  2003,  Mr.  Ulman  was  selected  as  the  Austin  Under-40  Award 
Winner  in  the  health  care  category.  In  2005,  he  was  honored  by  both  the 
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"^  American  Psychosocial  Oncology  Society  and  the  Association  of  Oncology 

Social  Workers.  Mr.  Ulman  currently  holds  numerous  civic  and  charitable 
board  positions  across  the  country  and  is  serving  a  four-year  term  as  the 
Chairman  of  the  NCI  Director's  Consumer  Liaison  Group.  He  also  sits  on  the 
Executive  Board  of  the  Ulman  Cancer  Fund  for  Young  Adults  and  is  a  founder 
oftheUVESTRONG™  Young  Adult  Alliance. 
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Ms.  Mary  Jackson  Scroggins 

DCLG  Summit  Working  Group  Chair* 

(7/2004-6/2007) 

Co-Founder  and  President 

In  My  Sister's  Care 

Washington,  DC  20019 

Office  Phone:  (202)607-1883 
^  E-mail:  nekima@aol.com 

^  mary@inmysisterscare.org 

'-'  www.inmysisterscare.org 

-^  Ms.  Mary  Jackson  Scroggins  is  a  writer,  editor,  and  educator  who  was  di- 

w  agnosed  with  ovarian  cancer  in  1996.  She  is  a  Co-Founder  and  the  President 

^  of  In  My  Sister's  Care,  a  national  organization  focused  on  eliminating  health 

^  disparities;  Chair  of  the  Ovarian  Cancer  National  Alliance  Outreach  Task 

-^  Force;  Chair  of  the  Committee  on  Improving  Gynecologic  Cancer  Education, 

^  Access,  and  Quality  of  Care  for  Underserved  Populations  of  the  Gynecologic 

^  Cancer  Foundation's  Allied  Support  Group;  and  a  participant  in  the  Gyne- 

— '  cologic  Oncology  Group's  Patient  Advocate  Program.  Additionally,  she  was 

'^  a  member  of  the  NCI's  Progress  Review  Group  on  Gynecological  Cancers, 

~  is  a  grant  application  reviewer  for  the  U.S.  Health  Resources  and  Services 

Administration,  and  has  participated  continuously  in  the  U.S.  Department  of 
Defense  Ovarian  Cancer  Research  Program  since  its  beginning.  An  eclectic 
"^  writer,  Ms.  Scroggins  has  published  essays  and  articles  on  cancer  survivor- 

^  ship  and  fiction  focused  on  social  and  health  issues,  been  a  panelist  and 

"D  moderator  at  health  conferences,  and  participated  in  local  and  national  can- 

^  cer  awareness  broadcasts.  She  is  on  the  Editorial  Board  of  CR,  the  Ameri- 

•^  can  Association  for  Cancer  Research's  consumer  magazine.  Her  advocacy 

efforts  are  driven  by  a  commitment  to  improved  awareness,  access,  care, 
survival  rates,  and  quality  of  life  for  all  women,  and  she  has  a  strong  record 
of  working  to  eliminate  health  disparities.  She  has  an  M.A.  in  writing  and  is 
O  pursuing  a  doctoral  degree  in  human  development. 


Sponsors 
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Ms.  Margaret  Anthony 

(7/2004-6/2006) 
Nurse  Manager 
Hollings  Cancer  Center 
Charleston,  SC  29425 
Office  Phone:  (843)792-1628 
E-mail:  anthonml@musc.edu 

Ms.  Margaret  L  Anthony  is  an  oncology  nurse  and  the  wife  of  a  lung  cancer 
survivor.  After  her  husband's  diagnosis  and  personal  involvement  with  the 
impact  of  a  cancer  diagnosis,  she  began  working  with  the  South  Carolina 
Chapter  of  the  Yul  Brynner  Foundation,  developing  educational  materials, 
sponsoring  educational  programs  and  screenings,  and  serving  as  an  advocate 
for  cancer  patients  with  state  policymakers.  Ms.  Anthony  is  also  active  with 
the  Oncology  Nursing  Society  and  the  South  Carolina  Cancer  Alliance.  She  has 
published  several  articles  and  is  a  reviewer  for  Oncology  Nursing  Forum. 


Ms.  Vernal  H.  Branch^ 

(7/2004-6/2007) 

Virginia  Breast  Cancer  Foundation/ 

National  Breast  Cancer  Coalition 

Richmond,  VA  23225 

Cell  Phone:  (760)  525-2338 

E-mail:  verbra@msn.com 

Ms.  Vernal  H.  Branch  is  a  health  educator  and  a  breast  cancer  survivor  who 
was  diagnosed  with  stage  I  breast  cancer  in  1995,  at  the  age  of  45,  while 
living  in  California.  She  found  her  cancer  through  a  monthly  breast  self- 
exam,  although  a  mammogram  two  months  earlier  had  not  revealed  anything 
unusual.  Immediately  after  recovering  from  surgery,  Ms.  Branch  got  involved 
in  helping  other  women  diagnosed  with  this  devastating  disease.  She  began 
by  joining  the  Y-ME  Breast  Cancer  Organization  in  San  Diego,  and  she  then 
became  involved  with  the  National  Breast  Cancer  Coalition  (NBCC).  She 
took  the  NBCC's  Project  LEAD  to  educate  herself  and  designed  an  outreach 
program  for  the  African  American  community  in  San  Diego  County,  in  teen- 
age breast  health.  She  works  on  screening  and  education  programs  in  drug 
treatment  and  in  women's  shelters.  After  moving  to  the  San  Francisco  Bay 
area,  Ms.  Branch  worked  on  education  in  clinical  trials,  survivorship,  and 
quality-of-care  issues.  She  has  served  as  a  peer  reviewer  of  grants  for  the 
Department  of  Defense  Breast  Cancer  Research  Program,  the  Susan  G. 
Komen  Breast  Cancer  Foundation,  and  the  Susan  Love,  M.D.,  Breast  Cancer 
Foundation.  Ms.  Branch  recently  relocated  to  the  Richmond,  Virginia  area, 
and  has  become  a  member  of  the  Virginia  Breast  Cancer  Foundation,  work- 
ing on  patient  and  legislative  advocacy  issues.  As  part  of  her  consultant 
work,  she  is  implementing  a  program  for  health  professionals  with  outreach 
materials  for  newly  diagnosed  African  American  patients  and  is  also  work- 
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Sciences)  as  its  minority  recruiter.  Ms.  Branch  has  received  several  awards, 
including  the  NBCC  Outstanding  Advocacy  Award,  Honorary  Survivor  Chair 
for  the  Susan  G.  Komen  Breast  Cancer  Foundation  "Race  For  The  Cure,"  and 
the  Komen  Foundation  Hero  Award. 
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Mr.  William  Bro'' 

(7/2004-6/2008) 

Chief  Executive  Officer 
^^^^      -    «-_       Kidney  Cancer  Association 
^  HB^I,  dH       Evanston,  IL60202 

^  ^Pl  ~  ^^^       Office  Phone:  (847)  859-7030 

^  I    ."^         Z,    .  E-mail:  billbro@curekidneycancer.org 

^  www.kidneycancer.org 

-r  Mr.  William  P.  Bro  is  the  Chief  Executive  Officer  of  the  Kidney  Cancer  Asso- 

ciation (KCA).  He  is  a  13-year  survivor  of  renal  cell  carcinoma  and  has  been 
a  grassroots  advocate  for  more  than  12  years.  He  is  a  member  of  the  Cancer 
Leadership  Council  and  the  National  Coalition  for  Cancer  Research.  Mr.  Bro 
w  is  a  founding  member  of  the  Illinois  Health  Access  Network  and  is  credited 

^  with  developing  an  advocate  training  module  for  the  KCA.  He  sits  on  the 

-s  Kidney  Health  Council  of  the  American  Foundation  for  Urologic  Disease,  is  a 

member  of  a  pharmaceutical  company  investigational  drug  steering  commit- 
tee, and  regularly  attends  National  Cancer  Advisory  Board  meetings.  Mr.  Bro 
-^  has  forged  effective  alliances  between  the  KCA  and  other  cancer  advocacy 

^  organizations  to  lobby  Congress  for  increased  funding  for  cancer  research. 

Ms.  Lourie  Campos* 

(7/2004-6/2008) 

Deputy  Director  of  Policy 
^^         ^^         Community  Health  Partnership 
^  fri^^  ^^       San  Jose,  CA  951 11 

Z)  V  9HLfM|       O^ice  Phone:  (408)  289-9260  ext.  209 

-^  I     ^I^KSt^t'^       E-mail:  lourie@chpscc.org 

-^  www.chpscc.org 

^  Ms.  Lourie  A.  Campos  is  a  Filipina  American  cancer  survivor  who  advocates 

for  medically  uninsured  or  underinsured  communities  in  her  job  and  as  a 
volunteer  in  San  Jose,  California.  She  is  the  Assistant  Director  of  Policy  for 
Special  Populations,  focusing  on  women,  children,  ethnic  minorities,  and 
rD  immigrants,  for  the  Community  Health  Partnership  (the  Partnership),  a 

^  consortium  of  nonprofit  community  health  centers  that  provides  policy/ 

^  advocacy,  technical  assistance,  and  funding  to  community  health  centers 

and  administers  public  health  programs,  including  the  Women's  Health  Part- 
nership Program,  the  state-funded  Cancer  Detection  Program:  Every  Woman 
Counts,  and  the  Community  Diabetes  Project.  As  Patient  Care  Coordinator 
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at  the  Partnership,  Ms.  Campos  was  responsible  for  coordinating  treatment 
services  for  low-income,  uninsured  women  diagnosed  with  breast  cancer. 
Shortly  after  she  began  her  job,  she  was  diagnosed  with  endometrial  cancer. 
Two  years  later,  her  brother  was  diagnosed  with  colon  cancer,  to  which  her 
father  had  succumbed  in  1991.  The  combination  of  these  professional  and 
personal  experiences  has  led  Ms.  Campos  to  a  greater  role  as  a  grassroots 
advocate.  Ms.  Campos  developed  a  women's  health  advocacy  guidebook 
that  notes  the  barriers  that  low-income,  medically  underserved  women  face 
in  Santa  Clara  County.  As  a  member  of  the  University  of  California  at  San 
Francisco  Vietnamese  Health  Promotion  Project,  Ms.  Campos  spoke  at  the 
Centers  for  Disease  Control  and  Prevention  on  strategies  to  bring  cervical 
cancer  screening  services  to  low-income  women.  Currently,  she  coordinates 
the  Women's  Health  Policy  Workgroup  and  the  Community  Clinic  Patient 
Advocacy  Program.  Every  March,  Ms.  Campos  coordinates  the  Women's 
Health  Legislative  Roundtable,  which  serves  as  a  venue  for  legislators, 
community  clinics,  and  patients  to  discuss  barriers  low-income  women  face 
in  accessing  quality  health  care  services.  Annually,  in  April,  Ms.  Campos 
coordinates  a  Legislative  Breakfast,  which  is  an  opportunity  for  local,  state, 
and  federal  legislators,  as  well  as  funders,  providers,  and  community-based 
organizations,  to  learn  about  current  challenges  faced  by  safety  net  provid- 
ers as  they  attempt  to  provide  health  care  services  to  an  increasingly  unin- 
sured and  underinsured  population.  As  a  young  cancer  survivor,  she  is  active 
in  Healthy  Young  Attitude  (HYA)  and  is  a  member  of  the  Asian  American  & 
Pacific  Islander  Cancer  Survivors  Capacity  Building  Project.  A  frequently 
invited  speaker,  she  is  viewed  as  culturally  sensitive,  knowledgeable,  cre- 
ative, and  skilled  in  team  building. 


Ms.  Nancy  Davenport-Ennis* 

(7/2004-6/2008) 

Chief  Executive  Officer  and  President 

Patient  Advocate  Foundation 

Newport  News,  VA  23606 

Office  Phone:  (757)873-4813 

E-mail:  nde@patientadvocate.org 

Founding  Executive  Director 
National  Patient  Advocate  Foundation 
Washington,  DC  20005 
Office  Phone:  (202)  347-8009 
www.npaf.org 

Ms.  Nancy  Davenport-Ennis,  a  two-time  breast  cancer  survivor,  is  the  Found- 
ing Executive  Director  of  the  National  Patient  Advocate  Foundation  (NPAF)  and 
the  Patient  Advocate  Foundation  (PAF).  The  Washington,  D.C.,  based  NPAF 
seeks  to  improve  access  to  care  through  state-  and  federal-level  regulatory 
and  policy  initiatives.  PAF,  based  in  Virginia,  provides  case  management  and 
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legal  services  primarily  to  cancer  patients  who  need  assistance  resolving 
access,  preauthorization,  coding,  and  billing  errors  and  gaining  access  to 
expedited  approvals  for  private  and  public  health  care  programs.  As  part 
of  her  work  with  NPAF,  Ms.  Davenport-Ennis  has  testified  before  Congress 
and  served  as  a  witness  on  the  1997  President's  Cancer  Panel,  where  she 
testified  on  the  concerns  of  special  populations  in  the  United  States  who  seek 
cancer  care.  Her  efforts  with  NPAF  have  contributed  to  the  passage  of  national 
legislation  regarding  clinical  trials,  insurance  portability,  and  ERISA  (Employee 
Retirement  Income  Security  Act  of  1974),  as  well  as  legislation  in  eight  states 
to  provide  insurance  funding  for  high-dose  chemotherapy  with  bone  marrow 
and  stem  cell  support  for  cancer  patients  who  meet  certain  criteria. 

Prior  to  establishing  NPAF,  she  founded  breast  cancer  insurance  reform  task 
forces  that  have  led  to  the  passage  of  state  legislation  in  Virginia,  Tennes- 
see, and  Missouri.  Ms.  Davenport-Ennis  also  serves  on  the  advisory  boards 
and  committees  of  several  other  organizations,  including  the  National  Dia- 
logue on  Cancer,  Friends  of  Cancer  Research,  and  the  Virginia  Governor's 
Steering  Committee  for  the  Uninsured.  She  has  authored  and  edited  maga- 
zine articles  for  Coping  and  Oncology  Times  and  serves  on  an  advisory  board 
for  these  and  other  cancer-related  publications. 


^  '    ^1'  m  (7/2004-6/2006) 

"^  •        *.^P  Founder/Director,  Bosom  Buddies 


Ms.  Bobbi  de  Cordova-Hanks 


* 


Jacksonville,  FL  32207 
Office  Phone:  (904)  398-5379 
E-mail:  bdechks@ix.netcom.com 

Ms.  Bobbi  de  Cordova-Hanks  is  the  founder  and  director  of  Bosom  Buddies, 
a  support  and  education  program  of  the  Women's  Center  of  Jacksonville, 
which  serves  breast  cancer  survivors  and  women  at  high  risk,  including 
^  racial  and  ethnic  minorities  and  the  medically  underserved,  in  Jacksonville, 

"v  Florida.  Her  outreach  program  targets  women  who  are  incarcerated,  home- 

^  less  or  reside  in  public  housing.  Ms.  de  Cordova-Hanks  shares  her  own  per- 

sonal story  of  surviving  both  advanced  breast  cancer  and  metastatic  thyroid 
cancer  in  the  book  Tears  of  Joy,  which  she  coauthored  with  her  husband. 
Together,  they  travel  around  the  country  presenting  "In  Sickness  and  in 
-^  Health:  A  Cancer  Survivor  and  Caregiver  Share  Their  Story  of  Tears  and 

ID  Hope."  Ms.  de  Cordova-Hanks  has  served  as  host  and  moderator  of  the 

^  American  Cancer  Society's  Cancer  Survivors  Network  Web  Casts  and  was 

host  and  producer  of  an  award-winning  cable  TV  show,  777e  Jacl<sonville 
Connection.  She  is  a  former  board  member  of  the  National  Coalition  for 
Cancer  Survivorship  and  the  Oncology  Nursing  Society's  Consumer  Advisory 
^  Panel.  In  addition,  she  has  been  associated  with  the  Intercultural  Cancer 

^  Council  (ICC)  since  its  inception  and  is  credited  with  creating  the  ICC's  slo- 

"^  gan,  "Speaking  with  One  Voice." 
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Dr.  Beverly  Laird 

(7/2004-6/2007) 

Member/Owner 

3D  Medical  Concepts,  LLC. 

Pelham,AL  35124 

Office  Phone:  (205)  987-0935 

E-mail:  bev@3dmedicalconcepts.com 

Dr.  Beverly  Laird  has  a  doctorate  in  public  health  and  works  in  the  field  of 
orthopedic  surgical  instrumentation  development.  She  has  more  than  14 
years  of  advocacy  experience  following  a  breast  cancer  diagnosis  at  age  39. 
Her  primary  constituency  is  breast  cancer  survivors,  and  her  main  advocacy 
interest  is  providing  psychosocial  care  for  cancer  patients.  Dr.  Laird  is  an 
active  member  of  the  Mid-South  Division  of  the  American  Cancer  Society 
(ACS)  and  is  on  the  board  of  directors.  Dr.  Laird  is  a  member  of  the  speaker's 
bureau  and  a  coordinator  and  trainer  for  ACS's  Reach  to  Recovery  program. 
As  chair  of  the  Patient  Services  Committee,  she  works  with  other  cancer- 
related  advocacy  groups  in  the  various  hospital  systems  in  the  area.  Dr.  Laird 
serves  as  a  patient  advocate  reviewer  for  the  national  Susan  G.  Komen  Breast 
Cancer  Foundation  research  grant  program,  and  she  is  a  board  member  of 
the  North  Central  Alabama  affiliate  of  the  Susan  G.  Komen  Breast  Cancer 
Foundation  and  chair  of  the  Grants  Allocation  Committee.  She  is  a  member 
of  the  NCI  Consumer  Advocates  in  Research  and  Related  Activities  (CARRA) 
program  and  has  participated  in  several  NCI  reviews  and  site  visits.  Her 
volunteer  work  in  patient  services  has  brought  her  numerous  awards.  Dr. 
Laird  trains  other  volunteers,  making  a  special  effort  to  include  women  of  all 
ethnic  and  socioeconomic  backgrounds. 


Dr.  Sylvia  M.  Ramos 

(7/2004-6/2006) 

Clinical  Professor  of  Surgery 

University  of  New  Mexico  School  of  Medicine 

Manzano  Medical  Group  PC. 

Albuquerque,  NM  87102 

Office  Phone:  (505)727-4919 

E-mail:  smrcmd@msn.com 

www.pltc.org 

Dr.  Sylvia  Ramos  is  a  physician  and  surgeon  who  has  worked  professionally 
and  on  a  volunteer  basis  with  cancer  patients  for  more  than  30  years.  Addi- 
tionally, she  has  several  relatives  and  friends  who  have  cancer.  Her  primary 
advocacy  group  is  People  Living  Through  Cancer  (PLTC),  a  grassroots,  peer 
support,  non-profit  organization,  of  which  she  is  a  board  member  and  former 
president.  PLTC  conducts  the  only  program  in  the  United  States  dedicated 
to  training  Native  Americans  as  cancer  support  group  facilitators.  At  PLTC, 
Dr.  Ramos  focuses  on  obtaining  funding,  expanding  cancer  survivorship 
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programs,  and  bringing  attention  to  the  long-term  needs  of  cancer  survi- 
vors. Aside  from  numerous  diverse  and  ongoing  support  groups,  PLTC  has  a 
support  hotline,  a  newsletter,  a  Web  site,  a  one-to-one  match  program,  an 
annual  survivorship  conference,  and  a  legal  advocacy  program.  Dr.  Ramos 
is  a  Clinical  Professor  of  Surgery  at  the  University  of  New  Mexico  School 
of  Medicine.  She  is  also  a  member  of  the  National  Hispanic  Medical  Asso- 
ciation, the  Intercultural  Cancer  Council,  and  Redes  en  Accion,  a  program 
that  helps  to  publicize  and  promote  the  study  of  the  disparities  that  exist  in 
cancer  incidence,  treatment,  and  outcomes  among  underserved  groups  in 
the  United  States.  Dr.  Ramos  received  a  People's  Caring  Award  from  PLTC 
in  1997,  a  Lifetime  Achievement  Award  from  the  Albert  Einstein  College  of 
Medicine  Alumni  Association  in  2003,  and  in  2001,  received  a  Distinguished 
Member  Award  from  the  Association  of  Women  Surgeons  for  exemplifying 
the  ideals  and  mission  of  the  organization.  Those  ideals  are  to  encourage, 
enable,  and  support  women  surgeons  to  achieve  their  professional  and 
personal  goals. 

Ms.  Sue  Sumpter 

(7/2004-6/2007) 

Patient  Services  Manager 

Leukemia  and  Lymphoma  Society 

Portland,  OR  97219 

Office  Phone:  (503)  245-9866  ext.  14 

E-mail:  sumpters@lls.org 

Ms.  Sue  Sumpter  is  Vice  President  of  the  Oregon  and  Southwest  Washing- 
ton Chapter  of  Candlelighters  for  Children  with  Cancer.  Ms.  Sumpter's  son 
suffered  brain  damage  while  being  treated  for  T-cell  leukemia.  This  tragedy 
propelled  her  to  work  with  other  parents  to  mitigate  potentially  harmful  side 
effects  of  treatments  for  children  with  cancer.  She  began  working  with  the 
Oregon  Chapter  of  the  Leukemia  and  Lymphoma  Society  (LLS)  as  a  volunteer, 
then  as  a  board  member,  and  later  became  an  employee  of  the  Society.  As 
Patient  Services  Manager  for  LLS,  she  is  currently  responsible  for  provid- 
ing a  wide  range  of  services  to  both  adult  and  pediatric  patients  diagnosed 
with  blood-related  cancers.  She  has  collaborated  with  NCI  and  other  major 
cancer  service  providers  in  the  Portland  area  to  provide  resources  to  patients, 
including  access  to  clinical  trials  and  other  educational  programs.  Ms. 
Sumpter  was  appointed  by  the  Governor  of  Oregon  to  be  a  patient-advocate 
representative  to  the  Oregon  Medical  Insurance  Pool  and  regularly  speaks 
on  behalf  of  childhood  cancer  patients  statewide. 
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Dr.  Marisa  Weiss 

(7/2004-6/2007) 

President  and  Founder 

breastcancer.org 

Wynnewood,  PA  19096 

Office  Phone:  (610)664-1990 

E-mail:  mweiss@breastcancer.org 

www.breastcancer.org 

Dr.  Marisa  Weiss  is  an  oncologist  specializing  in  breast  cancer  who  prac- 
tices in  the  Philadelphia  region.  She  is  the  founder  and  guiding  force  behind 
breastcancer.org,  an  Internet-based  nonprofit  organization  dedicated  to 
helping  women  and  their  loved  ones  make  sense  of  the  complex  medical 
and  personal  information  about  breast  cancer  so  they  can  make  the  best 
decisions  for  their  lives.  Dr.  Weiss  also  founded  Living  Beyond  Breast  Can- 
cer (LBBC),  a  national  nonprofit  education  and  support  organization  that 
provides  a  Survivor's  Helpline,  conferences,  and  publications.  She  is  also 
the  author  of  the  acclaimed  book  Living  Beyond  Breast  Cancer(Han6om 
House,  1997  and  1998).  Dr.  Weiss  says  that  she  has  always  been  inspired  by 
the  strength,  courage,  and  ingenuity  of  her  patients,  who  are  at  risk  of  being 
overwhelmed  by  the  complex  medical,  personal,  and  practical  issues  they 
face  upon  diagnosis  of  breast  cancer.  She  is  in  frequent  demand  for  her 
entertaining  and  insightful  presentation  on  the  patient-doctor  relationship, 
"Doctor,  Doctor,  Lend  Me  Your  Ear:  A  Guide  to  Creating  a  Great  Doctor- 
Patient  Relationship."  In  this  revealing  multimedia  performance.  Dr.  Weiss 
goes  from  lab  coat  to  exam  gown  as  she  puts  herself  "quite  literally"  in  the 
role  of  the  patient.  She  is  a  frequent  speaker,  covering  often-ignored  topics 
such  as  sexuality  after  breast  cancer.  Dr.  Weiss  received  the  2003  Profes- 
sor of  Survivorship  Award  from  the  Susan  G.  Komen  Foundation  and  was 
named  one  of  the  top  10  cancer  physicians  in  the  Philadelphia  region  by  The 
Philadelphia  Inquirer  Magazine.  She  is  a  recipient  of  many  other  awards, 
including  several  from  the  American  Cancer  Society.  Dr.  Weiss  serves  on  the 
professional  advisory  board  of  the  Philadelphia  Wellness  Community  and  is  a 
past  board  member  of  the  National  Breast  Cancer  Coalition. 

Ms.  Celeste  Whitewolf 

(7/2004-6/2006) 

Director,  Native  People's  Circle  of  Hope 

Tigard,  OR  97223 

Land  Line:  (503)245-2253 

Cell  Phone:  (503)  970-8004 

E-mail:  npcoh@spiritone.com 

www.nativepeoplescoh.org 

Ms.  Celeste  Whitewolf  is  a  stage-Ill  breast  cancer  survivor.  Although  a 
practicing  attorney,  Ms.  Whitewolf  was  unable  to  afford  medical  insurance. 
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j5  Thus,  when  her  cancer  was  diagnosed  in  1998,  she  realized  that  she  had 

to  return  to  her  Native  American  reservation  to  gain  needed  medical  insur- 
ance. However,  the  isolation  and  lack  of  emotional  support  from  her  friends 
was  very  difficult  to  manage.  As  a  result,  she  returned  to  Portland,  Oregon, 
and  began  advocating  for  herself  and  other  cancer  survivors.  To  meet  her 
health  insurance  needs,  she  took  a  job  with  the  Tribal  Cancer  Control  Project 
in  1999  and  learned  a  great  deal  about  national  organizations  serving  Native 
American  health  and  educational  needs.  In  2002,  she  was  a  consultant  and 
volunteer  at  the  Native  American  Rehabilitation  Association  Breast  and 
Cervical  Cancer  Project.  Her  outreach  efforts  there  included  encourag- 
ing Native  American  women  to  receive  their  Pap  smear  and  mammogram 
2  screenings  and  developing  partnerships  with  public  and  private  organiza- 

J5  tions  working  with  cancer  issues.  Ms.  Whitewolf  continued  to  expand  her 

^  advocacy  efforts  and  developed  contacts  at  the  regional  and  national  levels. 

One  of  her  accomplishments  was  starting  a  "Medicine  Bag"  project,  a  gift 
of  necessary  treatment  articles  for  those  newly  diagnosed  with  cancer.  She 
founded  and  directs  the  Native  People's  Circle  of  Hope  (NPCOH),  a  nonprofit 
^  national  coalition  of  Native  American  cancer  support  groups.  To  supportthe 

2  expansion  of  NPCOH,  she  has  developed  a  training  program  entitled  "How  to 

■^  Start  Your  Own  Cancer  Support  Group."  NPCOH  hosts  "Roots  of  Strength," 

an  annual  national  conference  for  Native  American  cancer  survivors,  their 
family  members,  caretakers,  and  medical  providers. 
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^  IHH^^H       ^°''  ^^^^'^  «James  E.  Williams,  Jr.,  USA 

'2  ^P^^^H       (7/2004-6/2008) 

D  ^IP^^S^I^h       Co-Chairman 

Pennsylvania  Prostate  Cancer  Coalition 

Camp  Hill,  PA  17011 

Office  Phone:  (717)612-0255 
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^  E-mail:  jimpc2@comcast.net 

^  Colonel  (Ret.)  James  E.  Williams,  Jr.,  USA,  a  prostate  cancer  survivor  diag- 

^  nosed  in  1991,  has  been  active  as  an  advocate  for  13  years.  He  is  presently 

^  the  principal  of  Jim  Williams  and  Associates,  a  management  consulting  firm 

-^  specializing  in  prostate  cancer  awareness,  education,  and  advocacy.  Col. 

Williams  participates  in  many  organizations.  He  is  co-chairman  of  the  Board 
of  Directors  for  the  Pennsylvania  Prostate  Cancer  Coalition;  a  governing 
board  member  of  the  Intercultural  Cancer  Council;  a  local  support  group 
^  chapter  facilitator  for  Us  TOO  International,  Inc.;  a  member  of  the  Cancer 

'^  Outcomes  Measurement  Working  Group,  NCI;  a  member  of  the  Patient  Advo- 

'^  cacy  Committee,  Cancer  Genetics  Network,  NCI;  and  a  special  assistant  to 

the  chairman  of  the  Alliance  for  Prostate  Cancer  Prevention.  He  also  serves 
in  a  variety  of  other  positions,  such  as  Vice  Chairman,  Patient  Advocacy 
Committee,  American  College  of  Surgeons  Oncology  Group;  Vice  President, 
"^  Intercultural  Cancer  Council  Caucus;  Member,  Board  of  Directors,  Dauphin 
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County  (PA)  State  Health  Improvement  Plan  (SHIP);  and  Member,  Board  of 
Directors,  Pennsylvania  Cancer  Control  Consortium  (PAC  3). 

Recent  honors  include  an  NIH  Certificate  of  Appreciation  for  his  work  as  a 
member  of  the  National  Advisory  Council  for  Complementary  and  Alternative 
Medicine,  1999-2003;  a  Commonwealth  of  Pennsylvania  Certificate  of  Com- 
mendation for  his  bold  leadership  in  developing  a  Comprehensive  Cancer 
Control  Plan  to  reduce  the  burden  of  cancer  for  all  citizens,  2003;  and  a 
Certificate  of  Appreciation  from  the  National  Association  of  Negro  Business 
and  Professional  Women's  Clubs  for  his  work  on  the  National  Prostate  Can- 
cer Project,  2000.  Col.  Williams  is  second  author  of  a  paper  on  survivorship, 
which  appeared  in  a  supplement  to  Cancer'm  October  1998. 


*  Members  of  the  DCLG  Summit  Working  Group. 
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^  About  OLA 

j5 

^  NCI's  Office  of  Liaison  Activities  supports  the  Institute's  research  and  related  programs  by  fostering 

•^  strong  communications  and  relationships  with  the  cancer  advocacy  community  and  professional 

■^  societies.  We  believe  that  the  inclusion  of  diverse  perspectives  will  ultimately  improve  the  lives  of 

-^  those  affected  by  cancer. 

^  Ms.  Brooke  Hamilton 

^  Acting  Director,  Professional  Societies  Liaison 

IVIs.  Jennifer  Fritz 

■^  NCI  Listens  and  Learns  CooT^'mator 

^  Ms.  Barbara  Guest 

-^  DCLG  Executive  Secretary 


-5 


Mr.  James  Hadley 

Advocacy  Program  Manager 


^  Ms.  Jane  Jacobs 

^  CARRA  Program  Development  Manager 


Ms.  Elizabeth  Neilson 

CARRA  Program  Coordinator 


^  Ms.  Bethany  Piernikowski 

^  CRTA  Fellow 

:) 

^  Ms.  Anne  Willis 

23  Advocacy  Program  Fellow 


Ms.  Linda  Ticker 

Program  Assistant 


You  can  locate  contact  Information  for  any  NIH  staff  member  by  visiting  tlie  directory  at 
http://directory.nih.gov. 
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FNIH  Acknowledgment 


t 


Established  by  the  U.S.  Congress,  the  Foundation  for  NIH  supports  the  mission  of  the  National 
Institutes  of  Health  by  identifying  and  developing  opportunities  for  innovative  public-private  part- 
nerships involving  industry,  academia,  and  the  philanthropic  community.  An  independent  nonprofit 
organization,  the  Foundation  for  NIH  raises  private-sector  funds  for  a  broad  portfolio  of  programs 
that  complement  and  enhance  NIH  priorities  and  activities. 

This  Summit  was  supported  by  generous  gifts  from  the  American  Cancer  Society,  Lance  Armstrong 
Foundation,  Susan  G.  Komen  Breast  Cancer  Foundation,  Patient  Advocate  Foundation,  Kidney  Can- 
cer Association,  and  Oncology  Nursing  Society  through  the  Foundation  for  NIH. 

For  further  information,  please  contact  Janis  Mullany  atthe  Foundation  for  NIH  atjmullaney@fnih.org 
or  visit  the  Foundation's  Web  site  at  www.fnih.org. 


American 

Cancer 

Society* 


The  American  Cancer  Society  is  the  nationwide  community-based  voluntary  health  organization 
dedicated  to  eliminating  cancer  as  a  major  health  problem  by  preventing  cancer,  saving  lives,  and 
diminishing  suffering  from  cancer  through  research,  education,  advocacy,  and  service. 


LIVESTRONG 


LANCE  ARMSTRONG  FOUNDATION 

The  Lance  Armstrong  Foundation  (LAF)  inspires  and  empowers  people  affected  by  cancer.  We  help 
people  with  cancer  focus  on  living;  we  believe  that  unity  is  strength,  knowledge  is  power,  and  at- 
titude is  everything.  From  the  moment  of  diagnosis,  the  LAF  provides  the  practical  information  and 
tools  people  with  cancer  need  to  live  life  on  their  own  terms.  The  LAF  serves  its  mission  through 
advocacy,  public  health,  and  research.  Founded  in  1997  by  cancer  survivor  and  champion  cyclist 
Lance  Armstrong,  the  LAF  is  located  in  Austin,  Texas.  For  more  information,  visit  livestrong.org. 


The  Susan  G.  Komen 
Breast  Cancer  Foundation 

The  Susan  G.  Komen  Breast  Cancer  Foundation  is  fighting  to  eradicate  breast  cancer  by  advancing 
research,  education,  screening,  and  treatment  and  delivering  life-saving  messages  on  early  detec- 
tion. To  learn  more,  visit  the  Komen  Foundation's  Web  site  atwww.komen.org  or  call  at  l.SOO.I'M 
AWARE®  (1.800.462.9273). 
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PATIENT  ADVOCATE  FOUNDATION 


Provliiing  Professional  Services  Nationally  since  1996 


Patient  Advocate  Foundation  (PAF),  established  in  1996,  is  a  national  501  (c)3  organization  with  a 
mission  of  "safeguarding  patients  through  effective  mediation  assuring  access  to  care,  mainte- 
nance of  employment,  and  preservation  of  their  financial  stability."  PAF  serves  as  a  liaison  between 
patients  and  their  insurer,  employer,  and/or  creditors  resolving  insurance,  job  retention,  and/or  debt 
crisis  matters  relative  to  their  diagnosis  of  a  chronic,  life-threatening,  and/or  debilitating  disease. 
Through  professional  case  managers,  clinical  representatives,  and  health  care  attorneys,  PAF 
resolves  issues  that  block  access  to  health  care.  PAF  is  headquartered  in  Newport  News,  Virginia, 
with  additional  offices  in  Iowa,  California,  Florida,  and  New  York. 


.-^ 


^ 
^ 


Kidney  Gi^liger  Association 


The  Kidney  Cancer  Association  is  a  global  voluntary  health  membership  organization  comprised  of 
71,000  patients,  survivors,  family  members,  physicians,  researchers,  and  other  health  professionals. 
Our  work  is  focused  in  three  areas:  education,  research,  and  advocacy. 


^lONS 


The  Oncology  Nursing  Society  (ONS)  is  a  professional  organization  of  more  than  33,000  regis- 
tered nurses  and  other  health  care  providers  dedicated  to  excellence  in  patient  care,  education, 
research,  and  administration  in  oncology  nursing.  The  overall  mission  of  ONS  is  to  promote  excel 
lence  in  oncology  nursing  and  quality  cancer  care. 
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Agenda  At  A  Glance 


8:00  a.m. 
8:30  a.m.-noon 
1:00-1:10  p.m. 
1:10-2.00  p.m. 


2:10-3:05  p.m. 
3:05-3:20  p.m. 
3:20-3:50  p.m. 
3:50-4:20  p.m. 
4:20-4:35  p.m. 
4:35-4:55  p.m. 
4:55-5:10  p.m. 
5:10-5:25  p.m. 
5:25-5:40  p.m. 
6:30-8:30  p.m. 


Registration  and  Check-In 

NIH  Campus  Tours 

Opening  Ceremony 

Welcome 

NIH  Welcome:  Improving  Health  Through  Discovery 

The  Importance  of  the  NIH  Public  Trust  Initiative  to  NIH  and  the  Public 

Opening  Plenary:  Frontiers  in  Cancer  Science 

Q&A 

Break 

NCI  Intramural  Clinical  Trials:  Taking  Research  to  the  Community 

Q&A 

Introduction  to  the  Children's  Inn 

A  Pediatric  Patient's  View  of  NCI 

Q&A 

Wrap  Up/Adjourn 

Networking  and  Town  Hall  Meeting 
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Agenda  At  A  Glance 


Day  2:  Tuesday.  June  20, 2006 


u 


7:30  a.m. 
7:45-8:15  a.m. 
8:30-8:45  a.m. 

8:45-9:00  a.m. 
9:00-9:20  a.m. 
9:20-9:35  a.m. 
9:35-9:50  a.m. 
9:50-10:00  a.m. 
10:00-10:30  a.m. 


Registration  and  Check-In 

Seated  Meditation 

Opening  Ceremony 

Review/Preview 

Inspirational  Moment 

Extramural  Research  Issues  in  Survivorship 

Adult  Patient's  Perspective  of  NCI's  Clinical  Trials 

Q&A 

Introduction  to  the  National  Library  of  Medicine 

Break 


10:30-11:15  a.m.  Breakout  Session  1  (Concurrent  Sessions) 

11:15-11:30  a.m.  Break 

11:30  a.m.-12:15  p.m.    Breakout  Session  2  (Concurrent  Sessions) 
12:15-1:45  p.m.  Poster  Picnic 

Breakout  Session  3  (Concurrent  Sessions) 

Break 

NCI  Health  Disparities  Research:  Making  a  Difference  to  Bridge  the  Gap 

Q&A 

Break 

Closing  Remarks 

Q&A 

Closing  Ceremony 


1:45-2:30  p.m. 
2:30-3:00  p.m. 
3:00-4:15  p.m. 
4:15-4:30  p.m. 
4:30-4:45  p.m. 
4:45-5:10  p.m. 
5:10-5:30  p.m. 
5:30-6:00  p.m. 
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Final  Agenda 


D 
O 

■w 
D 
O 


8:00  a.m. 
8:30  a.m.-noon 


Registration  and  Ciieck-ln 
NIH  Campus  Tours 


Natcher  Building  Foyer 


All  Monday  afternoon  activities  tal<e  place  in  the  Main  Auditorium  on  the  lower  level  of  the  Natcher 
Conference  Center 


1:00-1:10  p.m. 


1:10-2:00  p.m. 


2:10-3:05  p.m. 

3:05-3:20  p.m. 
3:20-3:50  p.m. 
3:50-4:20  p.m. 


4:20-4:35  p.m. 
4:35-4:55  p.m. 


Opening  Ceremony 

Mr  Joseph  Enos,  Traditional  Counselor,  Gila  River  Health  Care  Corporation  of 
the  Gila  River  Indian  Community 

Welcome 

Mr.  Doug  Ulman,  Chair,  NCI  DCLG 

Ms.  Mary  Jackson  Scroggins,  Summit  Chair,  NCI  DCLG 

NIH  Welcome:  Improving  Health  Through  Discovery 

Introduction  by:  Ms.  Mary  Jackson  Scroggins,  Summit  Chair,  NCI  DCLG 

The  Importance  of  the  NIH  Public  Trust  Initiative  to  NIH  and  the  Public 

Dr  Yvonne  T.  Maddox,  Co-Chair,  NIH  Public  Trust  Initiative 
Introduction  by:  Ms.  Mary  Jackson  Scroggins,  Summit  Chair,  NCI  DCLG 

Opening  Plenary:  Frontiers  in  Cancer  Science 

Dr  John  E.  Niederhuber,  Acting  Director,  NCI 
Introduction  by:  Mr.  Doug  Ulman,  Chair,  NCI  DCLG 

Q&A 

Break 

NCI  Intramural  Clinical  Trials:  Taking  Research  to  the  Community 

Dr  Martin  Gutierrez,  Staff  Clinician,  Medical  Oncology  Branch, 

Center  for  Cancer  Research,  NCI 
Introduction  by:  Ms.  Bobbi  de  Cordova-Hanks,  NCI  DCLG 

Q&A 

Video  Presentation:  Introduction  to  the  Children's  Inn 

Introduction  by:  Ms.  CeCe  Whitewolf,  NCI  DCLG 
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4:55-5:10  p.m. 

5:10-5:25  p.m. 
5:25-5:40  p.m. 

6:30-8:30  p.m. 


A  Pediatric  Patient's  View  of  NCI 

Ms.  Amy  Knopfmacher 

Introduction  by:  Ms.  Sue  Sumpter,  NCI  DCLG 

Q&A 

Wrap  Up/Adjourn 

Mr.  Doug  Ulman,  Chair,  NCI  DCLG 

Networking  and  Town  Hall  Meeting 

Hosted  by  the  DCLG 


Hyatt  Regency  Bethesda 
Crystal  Ballroom 


Day  2:  Tuesday,  June  20, 2006 


7:30  a.m. 
7:45-8:15  a.m. 


Registration  and  Check-In 

Seated  Meditation 

Ms.  Dawn  Yarrington 


Natcher  Building  Foyer 
Conference  Room  El/2 


All  Tuesday  morriing  activities  take  place  in  the  Main  Auditorium  on  the  lower  level  of  the  Natcher 
Conference  Center 


8:30-8:45  a.m. 


8:45-9:00  a.m. 


9:00-9:20  a.m. 


9:20-9:35  a.m. 


9:35-9:50  a.m. 


Opening  Ceremony 

Mr  Joseph  Enos,  Traditional  Counselor,  Gila  River  Health  Care  Corporation  of 
the  Gila  River  Indian  Community 

Review/Preview 

Ms.  Mary  Jackson  Scroggins,  Summit  Chair,  NCI  DCLG 

Inspirational  Moment 

Mr.  Wintley  Phipps,  International  Recording  Artist 
Introduction  by:  Ms.  Nancy  Davenport-Ennis,  NCI  DCLG 

Extramural  Research  Issues  in  Survivorship 

Dr.  Julia  H.  Rowland,  Director,  Office  of  Cancer  Survivorship,  NCI 
Introduction  by:  Ms.  Lourie  Campos,  NCI  DCLG 

Adult  Patient's  Perspective  of  NCI's  Clinical  Trials 

Ms.  Susan  Lowell  Butler,  Executive  Director,  DC  Cancer  Consortium 
Introduction  by:  Ms.  Peggy  Anthony,  NCI  DCLG 

Q&A 
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^  9:50-10:00  a.m.  Video  Presentation:  Introduction  to  the  National  Library  of  Medicine 

^  Introduction  by:  Dr.  Sylvia  Ramos,  NCI  DCLG 

—  10:00-10:30  a.m.  Break 

^  10:30-1 1:15  a.m.  Breakout  Session  1  (Concurrent  Sessions) 


Best  Practices  for  Advocacy  Organizations  Conference  Room  El/2 

Ms.  Mary  Ann  Elliott,  Advocate  Leader,  Susan  G.  Komen  Breast 
3  Cancer  Foundation 

^  Ms.  Diane  Zipursky  Quale,  Founder  and  President,  Bladder  Cancer 

-s  Advocacy  Network 

Mr  Virgil  Simons,  Founder  and  President,  The  Prostate  Net 

Moderator:  Ms.  Vernal  Branch,  NCI  DCLG 

Facilitator:  Ms.  CeCe  Whitewolf,  NCI  DCLG 


0 


0 


Selected  NCI  Outreach  Activities  Balcony  A 

Ms.  Cherie  Nichols,  Office  of  Science  Planning  and  Assessment 
Ms.  Susan  Erickson,  Office  of  Policy  Analysis  and  Response 
Ms.  Mary  Anne  Bright,  Cancer  Information  Service 
-^  Mr  James  Alexander,  Office  of  Communications 

D  Moderator:  Mr.  Jim  Williams,  NCI  DCLG 

^  Facilitator:  Ms.  Bobbi  de  Cordova-Hanks,  NCI  DCLG 

^  Educational  Resources  for  Up-To-Date  Cancer  Information  Balcony  B 

^  On  Richard  Manrow,  Office  of  Communications 

w  Ms.  Rose  Mary  Padberg,  Office  of  Education  and  Special  Initiatives 

O  Moderator:  Mr.  Bill  Bro,  NCI  DCLG 

'^  Facilitator:  Ms.  Lourie  Campos,  NCI  DCLG 


^ 
D 


Z) 


-^ 
^ 


Office  of  Liaison  Activities  and  the  Role  of  Advocates  at  NCI  Balcony  C 

Ms.  Brooke  Hamilton 


H^  Ms.  Barbara  Guest 

"^  Ms.  Jennifer  Fritz 

■-^  Mr  James  Hadley 

Ms.  Jane  Jacobs 


Moderator:  Dr.  Beverly  Laird,  NCI  DCLG 
Facilitator:  Ms.  Peggy  Anthony,  NCI  DCLG 


11:15-11:30  a.m.  Break 


Agenda  and  Speakers 


1 1:30  a.m.-12:15  p.m.    Breakout  Session  2  (Concurrent  Sessions) 


I 


Best  Practices  for  Advocacy  Organizations  Conference  Room  El/2 

Ms.  Mary  Ann  Elliott,  Advocate  Leader,  Susan  G.  Komen  Breast 

Cancer  Foundation 
Ms.  Diane  Zipursky  Quale,  Founder  and  President,  Bladder  Cancer 

Advocacy  Network 
Mr  Virgil  Simons,  Founder  and  President,  The  Prostate  Net 
Moderator:  Ms.  Vernal  Branch,  NCI  DCLG 
Facilitator:  Ms.  CeCe  Whitewolf,  NCI  DCLG 


Selected  NCI  Outreach  Activities 

Dr.  Lisa  Stevens,  Office  of  Science  Planning  and  Assessment 
Ms.  Susan  Erickson,  Office  of  Policy  Analysis  and  Response 
Ms.  Mary  Anne  Bright,  Cancer  Information  Service 
Mr  James  Alexander,  Office  of  Communications 
Moderator:  Mr.  Jim  Williams,  NCI  DCLG 
Facilitator:  Ms.  Bobbi  de  Cordova-Hanks,  NCI  DCLG 


Balcony  A 


Educational  Resources  for  Up-To-Date  Cancer  Information  Balcony  B 

Or  Richard  Manrow,  Office  of  Communications 

Ms.  Louise  Cunningham,  Office  of  Education  and  Special  Initiatives 

Moderator:  Mr.  Bill  Bro,  NCI  DCLG 

Facilitator:  Ms.  Lourie  Campos,  NCI  DCLG 

Office  of  Liaison  Activities  and  the  Role  of  Advocates  at  NCI  Balcony  C 

Ms.  Brooke  Hamilton 

Ms.  Barbara  Guest 

Ms.  Anne  Willis 

Ms.  Elizabeth  Neilson 

Moderator:  Dr.  Beverly  Laird,  NCI  DCLG 

Facilitator:  Ms.  Peggy  Anthony,  NCI  DCLG 


12:15-1:45  p.m. 


Poster  Picnic 


Natcher  Atrium 
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^  1 :45-2:30  p.m.  Breakout  Session  3  (Concurrent  Sessions) 


O  Ms.  Barbara  Guest 

^  Ms.  Anne  Willis 


Best  Practices  for  Advocacy  Organizations  Conference  Room  El/2 

Ms.  Mary  Ann  Elliott,  Advocate  Leader,  Susan  G.  Komen  Breast 

Cancer  Foundation 
Ms.  Diane  Zipursky  Quale,  Founder  and  President,  Bladder  Cancer 

Advocacy  Network 
Mr  Virgil  Simons,  Founder  and  President,  The  Prostate  Net 
Moderator:  Ms.  Vernal  Branch,  NCI  DCLG 
Facilitator:  Ms.  CeCe  Whitewolf,  NCI  DCLG 

Selected  NCI  Outreach  Activities  Balcony  A 

Ms.  Joy  Wiszneauckas,  Office  of  Science  Planning  and  Assessment 
Ms.  Susan  Erickson,  Office  of  Policy  Analysis  and  Response 
Ms.  Mary  Anne  Bright,  Cancer  Information  Service 
Mr  James  Alexander,  Office  of  Communications 
Moderator:  Mr.  Jim  Williams,  NCI  DCLG 
Facilitator:  Ms.  Bobbi  de  Cordova-Hanks,  NCI  DCLG 

Educational  Resources  for  Up-To-Date  Cancer  Information  Balcony  B 

Dr.  Richard  Manrow,  Office  of  Communications 

Ms.  Rose  Mary  Padberg,  Office  of  Education  and  Special  Initiatives 

Moderator:  Mr.  Bill  Bro,  NCI  DCLG 

Facilitator:  Ms.  Lourie  Campos,  NCI  DCLG 

Office  of  Liaison  Activities  and  the  Role  of  Advocates  at  NCI  Balcony  C 

Ms.  Brooke  Hamilton 


"D  2:30-3:00  p.m.  Break 

Zi 

Zi 
Zi 

:d 


Ms.  Jane  Jacobs 

Moderator:  Dr.  Beverly  Laird,  NCI  DCLG 

Facilitator:  Ms.  Peggy  Anthony,  NCI  DCLG 


Agenda  and  Speakers 


L 


3:00-4:15  p.m.  NCI  Health  Disparities  Research:  Main  Auditorium 

Making  a  Difference  to  Bridge  the  Gap 

Moderator:  Dr.  Mark  Clanton,  Deputy  Director  and  Deputy  Director 

for  Cancer  Care  Delivery  Systems,  NCI 
Dr.  Claudia  Baquet,  Associate  Dean  for  Policy  and  Planning  and  Professor 

of  Medicine,  University  of  Maryland  Sctiool  of  Medicine,  Baltimore 
Dn  Jeffrey  Henderson,  President  and  CEO,  Black  Hills  Center  for 

American  Indian  Healtfi,  Rapid  City,  South  Dakota 
Dr.  Elmer  E.  Huerta,  Director,  Cancer  Preventorium,  Washington  Cancer 

Institute  at  Washington  Hospital  Center,  Washington,  D.C. 
Dn  Grace  Ma,  Director  of  the  Center  for  Asian  Health  and  Professor  of  Public 

Health,  Temple  University,  Philadelphia,  Pennsylvania 

4:15-4:30  p.m.  Q&A 

4:30-4:45  p.m.  Break 

4:45-5:10  p.m.  Closing  Remarks  Main  Auditorium 

Dr.  John  E.  NIederhuber,  Acting  Director,  NCI 
Introduction  by:  Mr.  Doug  Ulman,  Chair,  NCI  DCLG 

5:10-5:30  p.m.  Q&A 

5:30-6:00  p.m.  Closing  Ceremony  Main  Auditorium 


8         Listening  and  Learning  Together:  Building  a  Bridge  of  Trust 


Speaker  Index 
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James  Alexander 
Claudia  Baquet 
Mary  Anne  Bright 
Susan  Lowell  Butler 
MarkClanton 
Louise  Cunningham 
Mary  Ann  Elliott 
Joseph  Enos 
Susan  Erickson 
Jennifer  Fritz 
Barbara  Guest 
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James  Hadley 
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Jeffrey  Henderson 
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Amy  Knopfmacher 
Grace  Ma 
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Elizabeth  Neilson 
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Rose  Mary  Padberg 
Diane  Zipursky  Quale 
Julia  Rowland 
Mary  Jackson  Scroggins 
Virgil  Simons 
Lisa  Stevens 
Doug  Ulman 
Anne  Willis 
Joy  Wiszneauckas 


age  No. 


Breakout  Sessions 
Tuesday,  June  20  PM 
Breakout  Sessions 
Tuesday,  June  20  AM 
Tuesday,  June  20  PM 
Breakout  Sessions 
Breakout  Sessions 
Monday,  June  19 
Breakout  Sessions 
Breakout  Sessions 
Breakout  Sessions 
Monday,  June  19 
Breakout  Sessions 
Breakout  Sessions 
Tuesday,  June  20  PM 
Tuesday,  June  20  PM 
Breakout  Sessions 
Monday,  June  19 
Tuesday,  June  20  PM 
Breakout  Sessions 
Monday,  June  19 
Breakout  Sessions 
Breakout  Sessions 
Monday,  June  19 
Breakout  Sessions 
Breakout  Sessions 
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Breakout  Sessions 
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Summit  Speakers 
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James  Alexander 

Contractor 

Office  of  Communications 
National  Cancer  Institute 
Bethesda,  Maryland 

Claudia  Baquet,  M.D.,  M.P.H. 

Associate  Dean  for  Policy  and  Planning 
University  of  Maryland  School  of  Medicine 
Baltimore,  Maryland 


Joseph  Enos 

Traditional  Counselor 

Gila  River  Healthcare  Corporation 

Sacaton,  Arizona 

Susan  Erickson 

Director 

Office  of  Policy  Analysis  and  Response 
National  Cancer  Institute 
Bethesda,  Maryland 


Mary  Anne  Bright 

Director,  Cancer  Information  Service 
Associate  Director,  Office  of  Cancer  Informa- 
tion Service 

Office  of  Communications 
National  Cancer  Institute 
Bethesda,  Maryland 

Susan  Lowell  Butler 

Executive  Director 
DC  Cancer  Consortium 
Washington,  D.C. 

Mark  Clanton,  M.D.,  M.P.H. 

Deputy  Director,  Cancer  Care  Delivery  Systems 
Deputy  Director,  National  Cancer  Institute 
Bethesda,  Maryland 

Louise  Cunningham,  M.P.H. 

Public  Health  Educator 

Office  of  Education  and  Special  Initiatives 

National  Cancer  Institute 

Bethesda,  Maryland 

Mary  Ann  Elliott 

Advocate  Leader 

Susan  G.  Komen  Breast  Cancer  Foundation 

Monroe,  Louisiana 


Jennifer  Fritz,  M.S.W. 

NCI  Listens  and  Learns  Coordinator 
Office  of  Liaison  Activities 
National  Cancer  Institute 
Bethesda,  Maryland 

Barbara  Guest,  M.P.H.,  M.S.W. 

DCLG  Executive  Secretary 
Office  of  Liaison  Activities 
National  Cancer  Institute 
Bethesda,  Maryland 

Martin  Gutierrez,  M.D. 

Staff  Clinician 
Medical  Oncology  Branch 
Center  for  Cancer  Research 
National  Cancer  Institute 
Bethesda,  Maryland 

James  Hadley,  M.A. 

Advocacy  Program  Manager 
Office  of  Liaison  Activities 
National  Cancer  Institute 
Bethesda,  Maryland 
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Brooke  Hamilton 

Acting  Director 
Office  of  Liaison  Activities 
National  Cancer  Institute 
Bethesda,  Maryland 

Jeffrey  Henderson,  M.O.,  M.P.H. 

President  and  CEO 

Black  Hills  Center  for  American  Indian  Health 

Rapid  City,  South  Dakota 

Elmer  E.  Huerta,  M.D.,  M.P.H. 

Director 

Cancer  Preventorium 

Washington  Cancer  Institute  at  Washington 

Hospital  Center 

Washington,  D.C. 
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Jane  Jacobs,  M.S. 

^ 

Program  Development  Manager 

:d 

Consumer  Advocates  in  Research  and  Related 

Activities  (CARRA) 

"^ 

Office  of  Liaison  Activities 

2 

National  Cancer  Institute 

Bethesda,  Maryland 

0 

Amy  Knopfmacher 

Cancer  Survivor 

Washington,  D.C. 

1^ 

Grace  Xueqin  Ma,  Ph.D. 

'^ 

Professor,  Department  of  Public  Health 

"^ 

Director,  Center  for  Asian  Health 

Temple  University 

Philadelphia,  Pennsylvania 

^ 
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Yvonne  T.  Maddox,  Ph.D. 

Co-Chair,  NIH  Public  Trust  Initiative 
Deputy  Director,  National  Institute  of  Child 
Health  and  Human  Development 
Bethesda,  Maryland 

Rick  Manrow,  Ph.D. 

Associate  Director 

Office  of  Cancer  Content  Management 
Office  of  Communications 
National  Cancer  Institute 
Bethesda,  Maryland 

Elizabeth  Neilson,  M.P.H.,  M.S. 

Program  Coordinator 

Consumer  Advocates  in  Research  and  Related 

Activities  (CARRA) 

Office  of  Liaison  Activities 

National  Cancer  Institute 

Bethesda,  Maryland 

Cherie  Nichols,  M.B.A. 

Director 

Office  of  Science  Planning  and  Assessment 

National  Cancer  Institute 

Bethesda,  Maryland 

John  E.  Niederhuber,  M.D. 

Acting  Director 
National  Cancer  Institute 
Bethesda,  Maryland 
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Rose  Mary  Padberg,  R.N.,  M.A. 

Chief 

Cancer  Education  Branch 

Office  of  Education  and  Special  Initiatives 

National  Cancer  Institute 

Bethesda,  Maryland 

Diane  Zipursky  Quale,  J.D. 

Founder  and  President 

Bladder  Cancer  Advocacy  Network 

Bethesda,  Maryland 


Doug  Ulman 

Chair,  DCLG 

National  Director  of  Survivorship, 
Lance  Armstrong  Foundation 
Boston,  Massachusetts 

Anne  Willis,  M.A. 

Advocacy  Program  Fellow 
Office  of  Liaison  Activities 
National  Cancer  Institute 
Bethesda,  Maryland 


Julia  H.  Rowland,  Ph.D. 

Director 

Office  of  Cancer  Survivorship 
National  Cancer  Institute 
Bethesda,  Maryland 


Joy  Wiszneauckas,  M.B.A. 

Special  Assistant  to  the  Director 

Office  of  Science  Planning  and  Assessment 

National  Cancer  Institute 

Bethesda,  Maryland 


Mary  Jackson  Scroggins,  M.A. 

Summit  Working  Group  Chair,  DCLG 
Co-Founder  and  President,  In  My  Sister's  Care 
Washington,  D.C. 

Virgil  Simons 

Founder  and  President 
The  Prostate  Net 
Hackensack,  New  Jersey 

Lisa  Stevens,  Ph.D. 

Chief,  Science  Planning  Branch 

Office  of  Science  Planning  and  Assessment 

National  Cancer  Institute 

Bethesda,  Maryland 
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Agenda  At  A  Glance 


8:00  a.m. 


i4x*   WiHIiilUflWi 


Registration  and  Check-In 


8:30  a.m.-noon       NIH  Campus  Tours 
1 :00-1 :1 0  p.m.        Opening  Ceremony 


1:10-2:00  p.m.        Welcome 

NIH  Welcome:  Improving  Health  Through  Discovery 

The  Importance  of  the  NIH  Public  Trust  Initiative  to  NIH  and  the  Public 

2:10-3:05  p.m.        Opening  Plenary:  Frontiers  in  Cancer  Science 

3:05-3:20  p.m.         Q&A 


I) 
Z^ 

ZJ 


3:20-3:50  p.m.  Break 

3:50-4:20  p.m.  NCI  Intramural  Clinical  Trials:  Taking  Research  to  the  Community 

4:20-4:35  p.m.  Q&A 

4:35-4:55  p.m.  Introduction  to  the  Children's  Inn 

4:55-5:1 0  p.m.  A  Pediatric  Patient's  View  of  NCI 

5:10-5:25  p.m.  Q&A 

5:25-5:40  p.m.  Wrap  Up/Adjourn 

6:30-8:30  p.m.  Networking  and  Town  Hall  Meeting 


Monday,  June  19  1 


Opening  Ceremony 
Joseph  Michael  Enos 

Traditional  Counselor 

Gila  River  Health  Care  Corporation 


U 


Mr.  Joseph  Michael 
Enos  was  raised  on  the 
Tohono  O'odham  Res- 
ervation in  southern 
Arizona.  He  attended 
school  on  the  Gila  River 
Indian  Reservation 
southwest  of  Phoenix 
and  graduated  from 
high  school  in  Santa 


Barbara,  California.  He  also  attended  college 
and  served  in  the  U.S.  Army  for  three  years. 
Mr.  Enos  has  been  employed  by  various  pro- 
grams on  the  Gila  River  Indian  Reservation, 
including  the  behavioral  health  clinic  at  Gila 
River  Health  Care  Corporation's  Hu  Hu  Kam 
Memorial  Hospital,  for  which  he  is  a  traditional 
counselor.  In  this  capacity,  he  serves  tribal 
members  in  spiritual  matters,  offers  prayers, 
and  facilitates  ceremonies. 
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Welcome 
Doug  Ulman 

Chair,  DCLG 

Chief  Mission  Officer,  Lance  Armstrong  Foundation 

l^"^^-"      Only  28  years  old,  IVIr. 
Doug  Ulman  is  a  three- 
time  cancer  survivor 
and  national  cancer 
survivorship  advocate. 
Having  overcome  chon- 
drosarcoma during 
his  sophomore  year  in 
college  and  malignant 
melanoma  twice  since, 
Mr.  Ulman  founded  the  Ulman  Cancer  Fund 
for  Young  Adults,  a  non-profit  organization  to 
provide  support,  education,  and  resources  to 
young  adults,  their  families,  and  friends  who 
are  affected  by  cancer  (www.ulmanfund.org). 

Following  his  three  cancer  diagnoses,  Mr.  Ul- 
man returned  to  the  soccer  field  and  helped 
Brown  University  to  three  Ivy  League  Champi- 
onships in  four  years. 

Mr.  Ulman  served  as  Executive  Director  of  the 
Ulman  Cancer  Fund  for  Young  Adults  for  four 
years,  and  he  is  now  the  Chief  Mission  Officer 
for  the  Lance  Armstrong  Foundation  (www. 
livestrong.org)  in  Austin,  Texas.  The  Lance  Arm- 
strong Foundation  believes  that  in  your  battle 
with  cancer,  knowledge  is  power,  attitude  is  ev- 
erything, and  unity  is  strength.  The  Foundation 
focuses  its  attention  on  public  health,  research, 


and  advocacy  activities  that  impact  the  lives  of 
those  affected  by  cancer. 

Sharing  many  of  the  same  ideas  about  survivor- 
ship with  Lance  Armstrong  and  a  similar  pas- 
sion for  athletics,  Mr.  Ulman  has  participated  in 
six  marathons,  including  a  100-mile  marathon 
in  the  Himalayan  Mountains.  In  2001,  Mr.  Ulman 
decided  to  join  forces  with  the  seven-time  Tour 
de  France  Champion  to  help  millions  of  people 
living  with,  through,  and  beyond  cancer. 

Mr.  Ulman  has  received  numerous  awards  for 
his  service  to  the  community.  In  2002,  he  was 
selected  from  more  than  20,000  individuals  to  ap- 
pear on  more  than  15  million  boxes  of  Wheaties 
Energy  Crunch  as  an  American  Everyday  Hero. 
In  2003,  Mr.  Ulman  was  selected  as  the  Aus- 
tin Under-40  Award  Winner  in  the  health  care 
category.  In  2005,  he  was  honored  by  both  the 
American  Psychosocial  Oncology  Society  and 
the  Association  of  Oncology  Social  Workers. 

Mr.  Ulman  currently  holds  numerous  civic  and 
charitable  board  positions  across  the  country 
and  is  serving  a  four-year  term  as  the  Chairman 
of  the  NCI  Director's  Consumer  Liaison  Group. 
He  also  sits  on  the  Executive  Board  of  the  Ulman 
Cancer  Fund  for  Young  Adults  and  is  a  founder  of 
the  LIVESTRONG™  Young  Adult  Alliance. 
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Mary  Jackson  Scroggins,  M.A. 

Summit  Working  Group  Chair,  DCLG 
Co-Founder  and  President,  In  My  Sister's  Care 
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Ms.  Mary  Jackson 
Scroggins  is  a  writer, 
editor,  and  educator 
who  was  diagnosed 
with  ovarian  cancer 
in  1996.  She  is  a  Co- 
Founder  and  the  Presi- 
dent of  In  My  Sister's 
Care,  a  national  orga- 
nization focused  on 
eliminating  health  disparities;  Chair  of  the  Ovar- 
ian Cancer  National  Alliance  Outreach  Task 
Force;  Chair  of  the  Committee  on  Improving 
Gynecologic  Cancer  Education,  Access,  and 
Quality  of  Care  for  Underserved  Populations 
of  the  Gynecologic  Cancer  Foundation's  Allied 
Support  Group;  and  a  participant  in  the  Gyne- 
cologic Oncology  Group's  Patient  Advocate 
Program.  Additionally,  she  was  a  member  of  the 
NCI's  Progress  Review  Group  on  Gynecological 


Cancers,  is  a  grant  application  reviewer  for  the 
U.S.  Health  Resources  and  Services  Adminis- 
tration, and  has  participated  continuously  in 
the  U.S.  Department  of  Defense  Ovarian  Can- 
cer Research  Program  since  its  beginning.  An 
eclectic  writer,  Ms.  Scroggins  has  published 
essays  and  articles  on  cancer  survivorship  and 
fiction  focused  on  social  and  health  issues, 
been  a  panelist  and  moderator  at  health  confer- 
ences, and  participated  in  local  and  national 
cancer  awareness  broadcasts.  She  is  on  the 
Editorial  Board  of  CR,  the  American  Association 
for  Cancer  Research's  consumer  magazine.  Her 
advocacy  efforts  are  driven  by  a  commitment 
to  improved  awareness,  access,  care,  survival 
rates,  and  quality  of  life  for  all  women,  and  she 
has  a  strong  record  of  working  to  eliminate 
health  disparities.  She  has  an  M.A.  in  writing 
and  is  pursuing  a  doctoral  degree  in  human 
development. 
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The  Importance  of  the  NIH  Public  Trust  Initiative  to  NIH  and  the  Public 
Yvonne  T.  Maddox,  Ph.D. 

Co-Chair 

NIH  Public  Trust  Initiative 


Dr.  Yvonne  T.  Maddox  is 
the  Deputy  Director  of 
the  National  Institute  of 
Child  Health  and  Human 
Development  (NICHD), 
NIH,  a  position  she  has 
held  since  January  1995. 
From  January  2000  to 
June2002,  Dr.  Maddox 
also  served  as  acting 
deputy  director  of  the  NIH. 

Her  leadership  activities  include:  Co-Chair,  NIH 
Strategic  Plan  to  Eliminate  Health  Disparities; 
Co-Chair,  the  U.S.  Department  of  Health  and 
Human  Services  Initiative  to  Reduce  Infant  Mor- 
tality; Chair,  NICHD  African  American  Outreach 
Initiative  to  Reduce  the  Risk  of  Sudden  Infant 
Death  Syndrome;  Co-Chair,  the  NIH  Public  Trust 
Initiative;  and  Chair,  Co-Chair,  Advisory  Commit- 
tee on  Ethics  Regulation  Implementation,  U.S./ 


India  and  U.S./Sub-Saharan  Africa  Joint  Working 
Groups  to  improve  maternal  and  child  health. 

Dr.  Maddox  received  her  B.S.  in  biology  from 
Virginia  Union  University  in  Richmond  and  a 
Ph.D.  in  physiology  from  Georgetown  University 
and  graduated  from  the  Senior  Managers  in 
Government  Program  of  the  Harvard  University 
Kennedy  School  of  Government. 

Dr.  Maddox  is  a  member  of  the  American  Physi- 
ological Society  and  has  authored  numerous 
scientific  papers.  Her  additional  honors  and 
awards  include:  Historical  Black  College  and 
Universities  Hall  of  Fame  inductee,  the  Presi- 
dential Distinguished  and  Meritorious  Execu- 
tive Rank  Awards,  the  Public  Service  Special 
Recognition  Award,  the  NIH  Director's  Award, 
and  the  2005  American  Academy  of  Physical 
Medicine  and  Rehabilitation  Distinguished 
Public  Service  Award. 
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Opening  Plenary:  Frontiers  in  Cancer  Science 
John  E.  Niederhuber,  M.D. 

Acting  Director 
National  Cancer  Institute 

Dr.  John  E.  Niederhuber 
is  the  Acting  Director 
of  NCI.  He  had  been, 
since  October  2005, 
Deputy  Director  of  NCI 
and  Deputy  Director 
forTranslational  and 
Clinical  Sciences.  He 
was  appointed  to  this 
position  in  October 
2005.  He  was  formerly  the  Wattawa  Profes- 
sor-Bascom  in  Cancer  Research  and  Professor 
of  Surgery  and  Oncology  at  the  University  of 
Wisconsin  School  of  Medicine.  Dr.  Niederhu- 
ber served  as  the  Director  of  the  University  of 
Wisconsin  Comprehensive  Cancer  Center  from 
July  1997  until  October  2002.  He  came  to  the 
University  of  Wisconsin  in  1997  from  Stanford 
University,  where  he  had  served  as  Chair  of  the 
Department  of  Surgery.  In  June  2002,  President 
George  W.  Bush  appointed  Dr.  Niederhuber 
Chair  of  the  National  Cancer  Advisory  Board 
(NCAB),  a  position  he  held  until  resigning  to 
become  the  Deputy  Director  at  NCI. 

Dr.  Niederhuber's  research  at  NCI  focuses 
on  the  study  of  tissue  stem  cells  as  the  cell  of 
origin  for  cancer.  His  lab  is  working  to  identify, 
characterize  fully,  and  isolate  this  population  of 
cells  with  the  hypothesis  that  such  cells  might 
be  the  required  therapeutic  target.  Under  inves- 
tigation are  the  conditions  that  would  make  it 
possible  to  grow  cancer  stem  cells  in  culture, 
such  as  hypoxia.  Post-transcriptional  profiles  of 
stem  cells  compared  to  other  tumor  cells  and 
cells  of  the  tumor  microenvironment  are  being 
used  to  determine  differences  and  potential 
drugable  targets  in  cancer  stem  cells.  Small  in- 
terfering RNA  (siRNA)  technology  is  being  used 
to  reduce  or  block  candidate  gene  expression. 


Tyrosine  kinases  and  other  cellular  pathways, 
such  as  Hedgehog,  in  subpopulations  of  can- 
cer stem  cells  compared  to  non-stem  cells  are 
used  to  further  define  unique  targets.  His  lab 
is  also  studying  the  viral  cancer  vector  HPV  to 
identify  the  binding  site  theorized  to  be  a  stem 
cell  epithelial  receptor. 

The  complex  relationship  between  tumor 
cells  and  the  microenvironment  is  another 
component  of  Dr.  Niederhuber's  research 
program.  Studies  focus  on  how  normal  stroma 
is  changed  during  tumor  progression  with  the 
goal  of  developing  strategies  to  prevent  the  de- 
velopment of  tumors  based  on  an  understand- 
ing of  the  alterations  in  the  microenvironment. 
He  holds  a  clinical  appointment  on  the  NIH 
Clinical  Center  Medical  Staff. 

Dr.  Niederhuber  is  a  nationally  recognized 
cancer  surgeon  with  a  special  clinical  empha- 
sis in  gastrointestinal  cancer,  hepatobiliary 
cancer,  and  breast  cancer.  He  is  recognized 
for  his  pioneering  work  in  hepatic  artery  infu- 
sion chemotherapy  and  was  the  first  to  dem- 
onstrate the  feasibility  of  totally  implantable 
vascular  access  devices.  The  BIk-proto-oncogene 
was  a  novel  discovery  in  Dr.  Niederhuber's 
laboratory  while  he  was  a  member  of  the 
faculty  at  the  Johns  Hopkins  University  School 
of  Medicine  and  is  of  interest  because  of  its 
unique  expression  in  B  cells  and  its  participa- 
tion in  both  proliferative  and  apoptotic  path- 
ways during  B-cell  differentiation. 

Dr.  Niederhuber  has  been  a  member  of  the 
Society  of  Surgical  Oncology  (SSO)  since  1978 
and  served  as  President  from  2001  to  2002. 
He  also  served  as  President  of  the  American 
Association  of  Cancer  Institutes  (AACI)  from 
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2001  to  2003.  Dr.  Niederhuber  was  one  of  the 
founding  members  and  served  on  the  executive 
committee  of  the  American  College  of  Surgeons 
Oncology  Cooperative  Group. 

He  served  as  a  member  of  the  NCI  Cancer 
Center's  Review  Committee  (1984-1986)  and 
the  NCI  Division  of  Cancer  Treatment  Board 
of  Scientific  Counselors  (1986-1991).  He  was 
Chairman  of  the  Board  from  1987-1991.  He  was 
a  member  of  the  NCAB  Subcommittee  to  Evalu- 
ate the  National  Cancer  Program  (Committee 
to  Assess  Measures  of  Progress  Against  Can- 
cer), chairing  the  Molecular  Medicine  Panel 
(1993-1995).  Dr.  Niederhuber  has  served  on  the 
General  Motors  Cancer  Research  Foundation 
(GMCRF)  Kettering  Prize  Selection  Committee 
(1988-1989)  and  twice  served  on  the  GMCRF 
Awards  Assembly  (1988-1992),  (1998-2002).  He 
chaired  the  American  Society  of  Clinical  Oncol- 
ogy (ASCO)  Surgical  Oncology  Task  Force  for 
the  2001-2002  strategic  planning  process  and 
the  ASCO  Public  Policy  and  Practice  Committee 
(2002-2003).  He  is  a  member  of  the  Burroughs- 
Wellcome  Foundation  Translational  Research 
Advisory  Committee  (1999-2006). 

Dr.  Niederhuber  is  a  graduate  of  Bethany 
College  in  West  Virginia  and  the  Ohio  State 
University  School  of  Medicine.  He  was  an  NIH 
Academic  Trainee  in  Surgery  at  the  University 
of  Michigan  (1969-1970)  and  a  Visiting  Fellow 
in  Division  of  Immunology  at  the  Karolinska 
Institute  in  Stockholm,  Sweden  (1970-1971). 
He  completed  his  training  in  surgery  at  the 
University  of  Michigan  in  1973.  He  was  a  mem- 
ber of  the  faculty  of  the  University  of  Michigan 
from  1973  to  1987,  being  promoted  to  Professor 
of  Microbiology/Immunology  and  Professor  of 


Surgery  in  1980.  During  1986-1987,  he  was  Visiting 
Professor  in  the  Department  of  Molecular  Biol- 
ogy and  Genetics  at  the  Johns  Hopkins  School 
of  Medicine. 

Dr.  Niederhuber  joined  the  faculty  at  the  Johns 
Hopkins  School  of  Medicine  in  1987  as  Profes- 
sor of  Surgery,  Oncology,  and  Molecular  Biol- 
ogy and  Genetics.  In  1991,  he  was  appointed 
Emile  Holman  Professor  of  Surgery,  Professor 
of  Microbiology  and  Immunology,  and  Chair  of 
the  Department  of  Surgery  at  Stanford  Uni- 
versity. He  left  Stanford  in  1997  to  become  the 
Director  of  the  University  of  Wisconsin  Compre- 
hensive Cancer  Center,  where  he  has  guided 
the  consolidation  of  the  University's  two  distin- 
guished NCI-supported  cancer  centers. 

Dr.  Niederhuber  was  the  recipient  of  a  U.S.  Pub- 
lic Health  Service  Career  Development  Award 
from  NIAID  (1974-1979).  In  1978,  he  received  the 
Distinguished  Faculty  Service  Award  from  the 
University  of  Michigan.  He  has  also  been  recog- 
nized with  the  Alumni  Achievement  Award  from 
the  Ohio  State  University  College  of  Medicine 
in  1989  and  the  Distinguished  Alumni  Award  in 
Medicine  from  Bethany  College  (1995).  He  was 
elected  to  Who's  Who  in  America  in  1998  and 
Who's  Who  in  Medicine  and  Health  Care  (1997). 
In  addition,  he  has  received  numerous  honorary 
professorships  and  is  currently  serving  on  the 
editorial  board  of  10  scientific  journals.  He  was 
a  member  of  the  editorial  board  of  the  Journal  of 
Clinical  Oncology {]233-]2%).  He  has  authored 
and  coauthored  more  than  180  publications  and 
edited  four  books,  including,  with  distinguished 
colleagues,  the  highly  regarded  reference  text 
Clinical  Oncology,  which  is  currently  in  its 
third  edition. 
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NCI  Intramural  Clinical  Trials:  Taking  Research  to  the  Community 
Martin  E.  Gutierrez,  M.D. 

Staff  Clinician,  Medical  Oncology  Branch 

Center  for  Cancer  Research,  National  Cancer  Institute 


Dr.  Martin  Gutierrez  is  a  Staff  Clinician  in  the 
Medical  Oncology  Branch  of  NCI's  Center 
for  Cancer  Research.  He  received  his  medi- 
cal degree  in  1991  from  Javeriana  University 
School  of  Medicine  and  continued  his  educa- 
tion in  internal  medicine  at  the  Boston  Medical 
Center  of  Boston  University  before  joining  NCI 
in  1997.  From  2000to  2003,  he  was  a  Principal 
Investigator  in  the  Michael  and  Dianne  Bienes 
Comprehensive  Cancer  Center  at  Holy  Cross 
Hospital  in  Fort  Lauderdale,  Florida.  Dr.  Gutierrez 
later  became  the  Director  of  the  Florida  Opera- 
tion Offices forthe  Partnership  in  Science™ 
Pilot  Program  sponsored  by  NCI  and  Holy  Cross 
Hospital.  He  returned  to  NCI  in  2003  as  Head  of 
the  Office  of  Navy  Oncology;  he  has  also  held 


positions  as  Head  of  the  Lung  Cancer  Research 
Section  and  Associate  Director  of  the  Medical 
Oncology  Fellowship  Program  until  December 
2005.  Since  January  2006,  Dr.  Gutierrez  has 
focused  his  research  activities  in  the  Devel- 
opmental Therapeutics  Clinic.  He  is  a  member 
of  many  medical  organizations,  including  the 
American  College  of  Physicians,  American 
Society  of  Clinical  Oncology,  American  Society 
of  Hematology,  Cancer  and  Leukemia  Group  B, 
and  Radiation  Therapy  Oncology  Group,  and  he 
has  published  articles  in  peer-reviewed  jour- 
nals, book  chapters,  and  abstracts  on  topics 
ranging  from  non-Hodgkin's  lymphoma  to  small 
cell  lung  cancer. 
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Cardozo  Clinic 


National  Cancer  Institute 
Naltonai  Insiilule  of  Health 


Background 


The  Center  for  Cancer  Research  (CCR),  in  collaboration  with  The  Center 
to  Reduce  Cancer  Health  Disparities  (CRCHD).  The  Division  of  Cancer 
Treatment  and  Diagnosis  (DCTD).  and  The  Division  of  Cancer  Control 
and  Population  Science  (DCCPS).  has  initiated  two  major  projects:  (1) 
The  Cardozo  Clinic  and  (2)  The  Nurse  Navigator  Academy.  Both 
programs  focus  on  improvement  of  patient  quality  of  care  and 
accessibility  to  optimal  cancer  treatment  with  the  ultimate  goal  of 
decreasing  the  burden  of  disease  (cancer)  in  underserved  populations  by 
providing  education  and  training  on  clinical  trials,  and  facilitating  access 
to  clinical  trials    Whereas  this  initiative  grew  out  of  discussions  within  the 
CCR,  the  efforts  described  below  represent  trans-NCI  effort  and  provide 
a  platform  for  continuing  to  build  relationships  within  the  NCI  and  with 
other  ICs,  as  well  as  communities  in  the  extramural  setting 


Background 


The  CCR  has  partnered  with  the  NIAMS  IRP  and  their  Community  Health 
Center  (CHC)  facility  in  the  Shaw/Cardozo  area  of  the  Distnct  of 
Columbia  to  develop  an  NCI  community-based  site  for  patient  evaluation 
and  treatment  as  well  as  screening  and  enrollment  into  clinical  tnals  The 
CCR  IS  reaching  out  and  establishing  connections  with  community 
physicians  and  leaders.  The  CCR  Clinical  Program  proposes  to  increase 
minority  accrual  to  its  clinical  trials  as  it  builds  trust  within  the  community 
and  helps  people  learn  about  clinical  trials  being  performed  at  the  NIH 
Clinical  Center 

Cardozo  Clinic  is  a  Unity  Health  Care  site  They  have  10  primary  care 
doctors  at  this  site.  The  patient  population  that  visits  the  center  is 
largely  Hispanic  (70%)  and  African-American  (20%).  Approximately  82% 
of  the  patient  population  is  the  working  poor  or  uninsured,  and  1 8%  are 
homeless 
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The  objectives 

for  the  Cardozo  Clinic  effort 
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Establish  a  research  iiiitialive  in  underserved  (minorily)  populations 
-  The  Cardozo  NCI  Clinic  opened  July  9  2004,  establishing  community-based 
research  in  health  disparities    The  first  stage  II  fosters  the  enrollment  of 
minonly  patients  in  clinical  trials  (Phase  I  and  II  clinical  tnals  in  molecular 
targeted  therapeutics  unique  to  CCR)  and  provides  a  means  for  community- 
based  (Cardozo  clinic)  improvement  in  cancer  care  by  providing  access  to 
slate  of  the  art  clinical  cancer  care  to  minority  patients  at  NCI    The  second 
stage  will  attempt  to  correlate  ethnic  differences  in  chemotherapy 
metabolizing  ability  associated  with  genetic  (CYP  polymorphisms)  and  clinical 
outcomes    A  component  of  this  effort  is  the  study  of  energy  balance  as  it 
relates  to  cancer  prevention  and  survivorship    The  third  stage  will  study,  in 
an  exploratory  fashion  serum/tumor  proteomics  in  minority  patients  with 
aero-digestive  malignancies 


The  objectives 

for  the  Cardozo  Clinic  effort 

•  Educate  providers  and  fellows  in  minority  cancer 
care 

-  This  is  viewed  as  an  opportunity  for  the  education  / 
training  of  NCI  Fellows  in  health  disparities  cancer  care. 
A  continuity  clinic,  staffed  by  second  year  fellows  of  The 
Medical  Oncology  Branch  will  start  at  Cardozo  in  June 
2005    Two  DCCPS  Fellows  have  been  interviewed,  and 
research  collaborations  started,  in  the  area  of 
psychosocial  behavior 


S^jndard  of  Care 


Ctincal  Proacol 


CRC 


NNWIC 


Clinical  Paxorof 


NCI 
Cardozo  Clinic 
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A  Pediatric  Patient's  View  of  NCI 
Amy  Knopfmacher 

Cancer  Survivor 


0 


W         *%-^,\  Ms.  Amy  Knopfmacher 

was  a  senior  at  South 
Carroll  High  School  in 
Carroll  County,  Mary- 
land, where  she  was 
an  excellent  student 
and  an  active  member 
of  the  color  guard  and 
chorus  when  she  was 
diagnosed  with  rhabdo- 
myosarcoma, a  rare  muscular  cancer,  in  2004. 

Ms.  Knopfmacher's  life  has  always  been  af- 
fected with  health  issues,  having  been  born 
with  hydrocephalus  and  diagnosed  with  a  rare 


kidney  disorder  at  the  age  of  five.  It  was  her 
diagnosis  of  cancer  that  introduced  her  to  the 
Children's  Inn  at  NIH,  which  she  considers  an 
amazing  place  with  a  staff  that  understood  her 
emotional  as  well  as  physical  needs. 

While  at  the  Children's  Inn,  Ms.  Knopfmacher 
enjoyed  meeting  the  Maryland  Terrapins  base- 
ball team,  became  part  of  the  CNN  documen- 
tary Cancer  Cures  with  Frank  Sesno,  and  took 
part  in  an  episode  of  the  Discovery  Channel's 
Animal  Planet  series  Backyard  Habitats. 

Ms.  Knopfmacher  aspires  to  work  at  NIH  as  a 
pediatric  oncology  nurse. 
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Agenda  At  A  Glance 


ito-a:  Tuesday,  June  20, 2006 
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7:30  a.m. 


Registration  and  Check-In 


7:45-8:1 5  a.m.        Seated  Meditation 


8:30-8:45  a.m.         Opening  Ceremony 


Review/Preview 


8:45-9:00  a.m.        Inspirational  Moment 

9:00-9:20  a.m.        Extramural  Research  Issues  in  Survivorship 

9:20-9:35  a.m.        Adult  Patient's  Perspective  of  NCI's  Clinical  Trials 


9:35-9:50  a.m.         Q&A 


9:50-10:00  a.m.       Introduction  to  the  National  Library  of  Medicine 


10:00-10:30  a.m.     Break 


Tuesday,  June  20  AM 


Seated  Meditation 
Dawn  Yarrington 

Personal  Trainer 
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Ms.  Dawn  Yarrington  has  been  a  yoga  instruc- 
tor and  personal  trainer  since  1996.  She  works 
with  adults  and  children  and  works  extensively 
with  the  YMCA  Early  Childhood  Program.  Ms. 
Yarrington  became  interested  in  yoga  because 
of  its  physical  fitness  qualities  and  its  tech- 
niques to  help  individuals  develop  inner  tran- 
quility. One  of  the  main  goals  of  yoga  is  to  help 
men,  women,  and  children  establish  or  rees- 
tablish the  natural,  dynamic  balance  between 
mind  and  body,  which  creates  an  atmosphere 


in  which  health  can  thrive.  Ms.  Yarrington  found 
that  the  practice  of  yoga  helped  her  to  mourn 
and  heal  from  the  passing  of  her  twin  in  1998. 
To  many  students,  yoga  offers  philosophical 
insight  into  how  to  live  life.  Ms.  Yarrington  is 
able  to  offer  some  assistance  to  her  students  in 
this  regard,  being  well  versed  in  Western  and 
Eastern  philosophy.  Yoga,  however,  is  equally 
rewarding  and  satisfying  to  participants  as  a 
physical  therapy  alone. 
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Inspirational  Moment 
Wintley  A.  Phipps,  M.Div. 

International  Recording  Artist 
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Mr.  Wintley  A.  Phipps 
is  a  wo  rid -renowned 
vocal  artist,  motiva- 
tional speaker,  and 
education  activist.  For 
more  than  25  years,  he 
has  traveled  around 
the  world  delivering 
messages  of  hope, 
advocacy,  and  equal- 
ity. He  is  the  Founder  and  President  of  the  U.S. 
Dream  Academy,  Inc.,  a  non-profit  organization 
that  features  a  "customized"  online  curriculum 
to  increase  reading,  math,  and  English  compre- 
hension and  proficiency;  an  enhanced  capacity 
to  navigate  the  Internet;  and  weekly  one-to-one 
mentoring  on  values  enrichment  and  character 
building  through  after-school  learning  centers 
for  children  with  a  history  of  intergenerational 
incarceration  and  those  falling  behind  in  school. 

Mr.  Phipps  serves  on  the  Miss  America's  Out- 
standing Teen  Board  of  Directors,  the  Three 
Angels  Broadcasting  Network  Board  of  Direc- 
tors, and  the  Advisory  Board  of  Directors  of 
Family  Justice.  He  has  also  brought  his  skills 
to  a  number  of  organizations  where  he  served 
formerly,  including  the  Board  of  Trustees  of 
Scholarship  America,  the  Council  for  Religious 
Freedom,  and  Prison  Fellowship  Ministries.  Mr. 
Phipps  was  selected  to  create  a  national  Chil- 
dren, Youth,  and  Families  Initiative  for  Prison 
Fellowship  Ministries  and  has  received  numer- 
ous service  awards,  including  the  Excellence 
in  Mentoring  for  Program  Leadership  Award 
from  MENTQR/National  Mentoring  Partner- 
ship; Oprah  Winfrey  Angel  Network  Use  Your 
Life  Award;  Drum  Major  for  Voice  of  Freedom 
Award  from  the  Philadelphia  Martin  Luther 
King,  Jr.,  Association  for  Nonviolence,  Inc.; 
Parents  of  the  Year  2001  from  Howard  County, 


Maryland;  Community  Leadership  Service 
Award  from  the  NAACP;  and  Service  Recogni- 
tion Award  from  the  Points  of  Light  Foundation. 
During  his  tenure  at  Bowie  State  University,  he 
was  credited  with  helping  to  increase  student 
enrollment  by  70  percent. 

Mr.  Phipps  has  been  the  featured  speaker  and 
performer  at  many  distinguished  occasions 
around  the  world.  He  has  performed  before 
international  audiences  at  the  annual  National 
Presidential  Prayer  Breakfast  in  Washington, 
D.C.,  for  Presidents  Ronald  Reagan,  George 
H.W.  Bush,  William  Jefferson  Clinton,  and 
George  W.  Bush.  Mr.  Phipps  was  selected  by 
Oprah  Winfrey  to  offer  musical  interpretations 
for  her  week-long  coverage  of  the  9/1 1  tragedy 
and  was  asked  to  pen  a  special  prayer  for  her 
to  deliver  in  tribute  to  the  lives  lost.  During  one 
of  the  private  celebrations  of  Oprah's  50th  birth- 
day, Ms.  Winfrey  acknowledged  Mr.  Phipps 
as  her  visionary  and  inspiration.  He  met  South 
African  President  Nelson  Mandela  and  ap- 
peared in  the  Dr.  Martin  Luther  King,  Jr.,  televi- 
sion special.  Dr.  Robert  H.  Schuller's  Hour  of 
Power  telecast,  the  Billy  Graham  Crusades, 
at  the  Vatican,  for  the  late  Mother  Teresa,  the 
National  Easter  Seal  Telethon,  the  Spicer  Col- 
lege Celebration  in  India,  the  Son  City  Crusade 
in  Australia,  Focus  on  the  Family  25th  Anni- 
versary Celebration,  the  Rosa  Parks  Birthday 
Celebration,  and  as  a  special  guest  soloist  at 
Diana  Ross'  wedding  ceremony  in  Switzerland. 
He  was  special  guest  performer  during  the  2005 
presidential  pre-inaugural  ceremony  and  the 
1984  and  1988  National  Democratic  Conven- 
tions. Mr.  Phipps  has  conducted  Gospel  music 
lectures  on  six  continents.  He  has  performed 
on  Saturday  Night  Live  as  well  as  Sunday  Live 
and  has  been  the  special  guest  on  the  Oprah 
Winfrey  Show,  CBS  NIghtwatch,  and  CNN. 
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Extramural  Research  Issues  in  Survivorship 
Julia  H.  Rowland,  Ph.D. 

Director 

Office  of  Cancer  Survivorship,  National  Cancer  Institute 
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Dr.  Julia  Rowland,  who 
currently  serves  as  the 
Director  of  NCI's  Office 
of  Cancer  Survivorship 
(OCS),  has  been  active 
as  a  clinician,  research- 
er, and  teacher  in  psy- 
chosocial aspects  of 
cancerfor  almost  three 
decades.  Trained  as  a 
developmental  psychologist,  she  has  worked  with 
both  pediatric  and  adult  cancer  survivors  and 
their  family  members  and  written  extensively 
about  women's  reactions  to  breast  cancer,  as 
well  as  on  the  role  of  coping,  social  support, 
and  developmental  stage  in  a  patient's  adap- 
tation to  cancer.  She  co-edited  the  ground- 
breaking text  Handbook  of  Psychooncology: 
Psychological  Care  of  the  Patient  with  Cancer 
(1989)  and  is  the  author  of  more  than  75  scien- 
tific articles,  reviews,  and  book  chapters.  She  is 
also  a  frequent  speaker  to  both  lay  and  profes- 
sional audiences  on  issues  related  to  quality  of 
life  and  health  after  cancer. 

Dr.  Rowland  received  her  Ph.D.  from  Columbia 
University  and  was  one  of  the  first  two  psy- 
chologists at  Memorial  Sloan-Kettering  Can- 
cer Center  (MSKCC)  in  New  York  City  to  be 
awarded  an  NIH-funded,  two-year  postdoctoral 
research  fellowship  in  the  then  newly  emer- 
gent field  of  psychosocial  oncology.  While  at 
MSKCC,  where  she  held  joint  appointments  in 
pediatrics  and  neurology.  Dr.  Rowland  helped  to 
develop  and  was  the  first  Director  of  the  Post- 
Treatment  Resource  Program,  an  innovative 


center  that  continues  to  provide  a  full  range 
of  non-medical  services  to  patients  and  their 
families  after  the  end  of  treatment. 

In  1990,  Dr.  Rowland  moved  to  Washington,  DC, 
where  she  created  and  served  for  nine  years 
as  Director  of  the  Psycho-Oncology  Program  at 
Georgetown  University  and  the  Lombardi 
Comprehensive  Cancer  Center.  Since  joining 
the  NCI,  she  has  helped  build  the  size  and  vis- 
ibility of  OCS  and  created  numerous  partner- 
ships to  advance  public  awareness  about  the 
needs  of  survivors  with  other  federal  and  non- 
governmental agencies.  Under  her  leadership, 
OCS-supported  grants  that  focus  on  the  health 
and  functioning  post-treatment  of  survivors  and 
their  family  members  have  rapidly  increased. 
These  efforts  resulted  in  the  selection  of  cancer 
survivorship  as  an  area  of  public  health  empha- 
sis in  the  NCI's  FY  2004  and  2005  Bypass  Budget 
plans.  Improving  the  quality  of  life  of  patients, 
survivors,  and  their  families  is  also  identified  as 
one  of  eight  strategic  objectives  for  pursuit  in 
NCI's  newly  released  Strategic  Plan. 

Across  her  career.  Dr.  Rowland  has  been  a  lead 
or  co-investigator  on  a  number  of  NIH-funded 
research  studies  addressing  quality  of  life  and 
functioning  of  cancer  survivors;  the  majority 
of  these  have  been  conducted  among  women 
treated  for  breast  cancer.  Her  commitment  to 
and  expertise  in  championing  this  field  have 
earned  her  Fellow  status  within  both  the  Soci- 
ety of  Behavioral  Medicine  and  the  American 
Psychological  Association's  Division  of  Health 
Psychology,  along  with  two  NIH  Merit  Awards. 
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Championing  Researcti  in 
Cancer  Survivorship! 

Office  of  Cancer  Survivorship 
Julia  H.  Rowland,  Ph.D.,  Director 

National  Cancer  Institute  •  National  Institutes  of  Health  •  DHHS 


"Listening  and  Learning  Together:  Building  a  Bridge  0/  Trust," 
DCLG  Summit.  Bethesda,  MD.  June  20,  ZOOS 


The  Dream  of  Yesterday 


National  Cancer  Act  of  1971 


President  Richard  Nixon  signs  National 
Cancer  Act  on  December  23,  1971 

"Make  the  Conquest  of  Cancer  a  National  Crusade" 


Estimated  Number  Cancer  Survivors  in  the  United  States 
from  1971  to  2003 
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What  has  contributed  to  this 
remarkable  progress? 

>  Earlier  detection 

>  New  and  more  effective  therapies,  often 
including  multimodal  and  multi-agent 
combinations 

:♦  More  effective  adjuvant  and/or  maintenance 

therapies 
:•  Better  supportive  care 
:♦  Growing  attention  to  long-term  surveillance 
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Who  Are  Our  Survivors? 
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-E      Number  of  Cancer  Survivors 


CD 
O 

CD 

o 

"to 
cz 
g 

"cc 


It  Is  currently  estimated  that  there  are 
10.5  million  cancer  survivors  in  the 
United  States 

Cancer  survivors  represent 

approximately  3.6  %  of  the  population. 
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Estimated  Number  of  Persons  Alive  in  the  U.S. 
Diagnosed  With  Cancer  by  Site  (N  =  10.5  M) 
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Estimated  Number  of  Persons  Alive  in  the  U.S.  Diagnosed  with  Cancer  on 
January  1, 2003  by  Time  From  Diagnosis  and  Gender 

(invasive/1sl  Primary  Cases  Only.  N  =  10.5M  survivors) 
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Estimated  Number  of  Persons  Alive  in  the  U.S. 
Diagnosed  With  Cancer  by  Current  Age* 

'(Invasive'lst  Primary  Cases  Only,  N=10  5M  survivors) 
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Female  Breast  Cancer  Siir\  ival  by  Racc/F.thiiicity 

Adjusted  by  Age  and  Stage  at  Diagnosis 

SEER  1992  -  2000 
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The  Changing  Demography  of 
Cancer  Survivorship 


***The  majority  of  those  diagnosed  today  can 
expect  to  be  alive  in  5  years  (66%) 

♦  Over  80%  of  ail  cancer  patients  are  treated  in  the 
community 

***  Cancer  for  many  has  become  a  chronic  illness 

***  Cancer  affects  the  entire  family,  and  often  a 
community 
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OCS  Goals 


The  ultimate  goal  of  the  OCS  Is  to  enhance  the  length  and  quality 
of  survival  of  all  cancer  survivors 

To  provide  a  focus  for  the  support  of  research  that  will  lead  to  a 
clearer  understanding  of,  and  the  ultimate  prevention  of,  or 
reduction  in,  adverse  physical,  psychosocial,  and  economic 
outcomes  associated  with  cancer  and  its  treatment. 

To  educate  professionals  who  deal  with  cancer  survivors  about 
issues  and  practices  critical  to  the  optimal  well-being  of  their 
patients.  This  educational  commitment  extends  to  cancer 
survivors  and  their  families. 
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Definitional  Issue: 

Who  IS  a  Cancer  Survivor? 

1 

***  Philosophically,  anyone  who  has 
been  diagnosed  with  cancer  is  a 
survivor —  from  the  time  of 
diagnosis  and  for  the  balance  of  life 
(NCCS) 

♦  Caregivers  and  family  members  are 
also  cancer  survivors 
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What's  in  a  name? 


Patients 

Rool^ies/Veterans 

Victims 

Activists 

Survivors 

Advocates 

Tlirivers 

Warriors 

Victors 

"The  Blessed" 
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Definitional  Issue:  What  is 
Cancer  Survivorship  Research? 
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Cancer  Survivorship  Research  seeks  to: 


Identify,  examine,  prevent,  and  control  adverse 
cancer-  and  treatment-related  outcomes  (such  as 
pain,  lymphedema,  sexual  dysfunction,  second 
cancers,  poor  quality  of  life) 


2.  Provide  a  knowledge  base  regarding  optimal 
follow-up  care  and  surveillance  of  cancer 
survivors,  and 


3.  Optimize  health  after  cancer  treatment 
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"co     NIH  Survivorship  Research  Grants  \n  FY05 


by  Institute  (N  =  236) 
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by  Study  Design  (N  =  236) 


25(11%) 

7(3%)-~~. 

^^fl 

\       -86(36%) 

1 

fli' 

\     S  Intervention 

■ 

W 

1    s  Descriptive/  Prospective 

1 

1              " 

X/      ■  Conferencen" raining  Grant 

18(50%)^ 

■  Training  Award 
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NIH  Grants  by  Late/Long-Term  Effect 

In  FY05  (N  =  236) 

CGrants  may  have  more  than  1  focus) 


Fatigue 

Health  Behavior 

Neurocognitive  Function 

Organ  Function 

Psychological  Distress 

Reproductive  Function 

Recurrence 

Second  Cancers 


a  Descriptive/Prospective    B  Intervention    n  Training/Conference 
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NIH  Survivorship  Research  Grants  FY06 
by  Survivor  Population  Studied 
{'Grants  may  have  more  than  1  focus) 


Pediatric  Survivors  (<19  Yrs  dx) 

AdolDSCOnt  Survivors  (14-19  Yrs  dx) 

Young  Adult  (20-45  Yrs  dx] 

Oldor  Adult  (>66  Yrs  dx) 

Cancer  Survivors  >  5  Yrs  Post-Ox 

BhnJcrRaclal  HInoDIMs 

Family  MemborsiCareglvers 

'renialure  Menopausal  Survivors 

Rural  Survivors 

Spanlsti-Spcaklnc] 
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Lessons  Learned  From  Clinical-Descriptive^ 
Research 


The  majority  of  individuals  successfully  treated  for 
cancer  report  adequate  to  good  health-related 
quality  of  life  following  treatment  —  Resilience! 

But... 

Being  disease  free,  does  NOT  mean  you  are  free  of 

your  disease. 

Cancer  can  affect  all  aspects  of  a  person's  life. 
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Chronic  and  Late  Effects  of 
Cancer  Treatment 

♦  Physical/Medical  (e.g.,  second  cancers,  cardiac 
dysfunction,  pain,  lymphedema,  sexual  &  reproductive 
impairment) 

<•  Psychological  (eg,  depression,  anxiety,  uncertainty, 
isolation,  altered  body  image) 

•>  Social  (eg   changes  in  interpersonal  relationships, 
concerns  regarding  health  or  life  insurance,  job  lock/loss, 
return  to  school,  financial  burden) 

♦  Existential  and  Spiritual  Issues  (e.g.,  sense  of  purpose  or 
meaning,  appreciation  of  life) 
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^      What  are  Survivors  Also  Telling  Us? 


'  They  want  to  know  tiow  to  reduce  the  morbidity  and 
mortality  associated  with  their  illness. 

*  They  are  also  worried  about  the  health  of  their  family 
members. 


o 


*  They  want  to  work  with  their  healthcare  providers  to 
address  these  issues,  but  are  frustrated  that  these 
individuals  often  have  little  to  offer  them  in  this  regard. 

*  The  diagnosis  of  cancer  may  for  many  present  a 
'teachable'  moment. 
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Cancer  Survivors'  Interest  in 
Health  Related  Programs 


50 

40- 

30- 


"1 


n_ 


Exercise       Smoking 
Cessation 


i  ExtremelyA/ery 
3  Somewhat/A  Little 
3  Not  at  All 


Dsmark-Wahnefned  Bt  al  Cai'cerSd  674-684  2000 
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Physical  activity  •  What  role  in 
cancer  treatment  and  recovery? 


Physical  activity/exercise  programs  during 
treatment  can  reduce  fatigue  and  nausea,  promote 
functional  capacity,  improve  mood,  decrease 
distress,  and  control  weight  gain. 

'  Exercise  participation  after  treatment  can  improve, 
self-esteem,  physical  functioning,  and  global  quality 
of  life. 

'  Can  It  alter  other  health  rislts  (e.g.,  cancer 
recurrence,  cardiovascular  disease,  osteoporosis)  ? 

(For  reviews  see  Pinio  &  Muruyama,  Psycho-Oncology  1999. 
Coumeya  &  Fnedenreich  Annals  Behav  Med  1999.  2001 ;  Survival 
benefit;  Holmes  at  al.,  JAMA.  2005) 
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Implications  for  Future  Directions  in 
Survivorship  Research 


Exploration  of . . . 

<•  "Emerging"  late  effects  among  adults  (e.g.,  cardiac, 
neuro-cognitive,  reproductive,  2""*  cancers,  neuropathy) 

♦The  role  of  psychosoclal/behavioral  Interventions  In 
reducing  adverse  outcomes  &  promoting  health 

♦  Economic  outcomes,  patterns  of  care,  service  delivery 

♦  Impact  of  survivorship  on  the  famlly/caregiver 

♦Outcomes  among  under-researched  &  under-served 
groups  (by  cancer  site,  age,  ethno-cultural 
background,  and  geography) 


CD 

i                    -a 

^ 

p                           .m 

CO 

Implications  for  Future  Directions  in       '  WB 
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Clinical  Care  -1 

cu 

□Attention  to  developmental/life-span  issues  in 

0 

"to 

treatment  decision-making  and  care 

c: 
0 

"to 

□  Emphasizing  good  communication 

□  Monitoring  and  promoting  vi/ell-being  across  the 

survivorship  trajectory 

□Addressing  the  needs  of  family/caregivers 
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Implications  for  Future  Directions  in 

CMca\  Care  -2 

□  Developing  guidelines  for  long-term  follow-up 
(evaluating  late  toxicities) 


□  Leveraging  models  and  delivery  systems  used 
for  care  in  the  setting  of  chronic  illness 
(especially  telemedicine  &  self-management; 
internet;  professional,  non-profit  organizations, 
peer  counseling) 


□     Listening  to  survivors! 
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Challenges  for  the  Future 


Keeping  up  with  our  expanding  population  of  cancer  survivors 

Identifying  emerging  survivorship  issues  and  vrays  to  track  and 
address  these 

Ensuring  that  all  segments  of  our  society  arg  covered  by  our 
cancer  registries,  research,  and  care 

Leveraging  new  technologies  and  delivery  models  to  capitalize 
on  our  'reach'  and  efficiency 

Training  the  next  generation  of  professionals  invested  in 
supporting  and  promoting  nationally,  high  quality  cancer 
surveillance  and  control 


Doing  all  of  the  above  without  overwhelming  the  cancer 
surveillance,  research  and  delivery  system  physically  or 
financially ! 
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Opportunities:  Visibility  of 
Survivorship  Issues  at  the  Natior)al  Level! 

♦  Initiation  of  efforts  by  CDC  to  include  survivorship 
areas/goals  in  state  cancer  control  plans  (2001) 

♦  Focus  on  Cancer  Survivorship  among  Childhood 
(2003)  and  Adult  Survivors  (2005)  by  the  Institute  of 
Medicine 

♦  Cancer  Survivorship  selected  as  the  theme  for  FY 
2003/4  President's  Cancer  Panel 

♦  Publication  (2004)  of  a  National  Action  Plan  by  CDC 
and  Lance  Armstrong  Foundation 

♦  Demand  by  U.S.  Congress  (Senate)  for  "aggressive 
expansion  of  the  Office  of  Cancer  Survivorship"  and 
introduction  of  several  bills  (in  both  the  House  and 
Senate)  that  address  care  of  cancer  survivors 


Tuesday,  June  20  AM 
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Opportunities 


To  use  forums  such  as  this  one  to  share  with  cancer 
survivors  and  their  advocates  information  about  NCI 
supported  research  and  M/hat  it  is  (and  is  not)  telling 
us. 

To  use  this  forum  in  particular  to  foster  a  dialogue 
between  the  scientific  and  advocacy  communities  to 
ensure  our  investment  in  survivorship  research  both 
addresses  the  needs  of  and  reaches  those  who  most 
stand  to  benefit. 

'  To  potentially  change  the  face  of  cancer 
survivorship  for  survivors  today,  and  those  who  vtnll 
be  diagnosed  In  the  future. 


Changing  the  Culture  of  Research 
and  Care 


The  PATIENT  is  as  important  as  the  TUMOR 
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Natalie  Davis  Spingarn 


'The  new  population  of  survivors  hanging  in 
there  can  be  found  everywhere. ..in  offices  and 
factories,  on  bicycles  and  cruise  ships,  on 
tennis  courts  and  beaches,  and  in  bowling 
alleys.  You  see  them  in  all  ages,  shapes, 
sizes,  and  colors,  usually  unremarkable  in 
their  appearance,  sometimes  remarkable  for 
the  way  they  learn  to  live  with  disabilities. " 


Source:  Ttw  Naw  CaiKer_&irviyqi5^Uving 
wrth  Grace.  Fiqtitinq  with  Solrrt 

Johns  Hopkins  Univererty  Press.  1999 
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Adult  Patient's  Perspective  of  NCI's  Clinical  Trials 
Susan  Lowell  Butler 

Executive  Director 
DC  Cancer  Consortium 

IVIs.  Susan  Lowell 
Butler  was  treated  for 
breast  and  ovarian 
cancer  at  the  NIH  Clini- 
cal Center  in  1995  and 
has  worked  to  support 
NCI  since  that  time. 
She  is  a  member  of  the 
Clinical  Center's  Pa- 
tient Advisory  Group,  a 
former  seven-year  member  of  the  NCI  Director's 


Consumer  Liaison  Group,  and  a  present  member 
of  NCI's  Consumer  Advocates  in  Research  and 
Related  Activities  (CARRA)  program.  Ms.  Butler 
participates  in  frequent  science  peer  reviews 
for  NCI  and  serves  on  NCI's  Subcommittee  E. 
She  is  also  on  the  research  faculty  at  the  NIH 
Clinical  Center  and  a  lecturer  at  the  University 
of  Virginia  Medical  Center.  She  is  a  founding 
and  executive  committee  member  of  the  Ovar- 
ian Cancer  National  Alliance  and  serves  as  ex- 
ecutive director  of  the  DC  Cancer  Consortium. 
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Agenda  At  A  Glance 
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10:30-11:15  a.m. 
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Breakout  Session  1  (Concurrent  Sessions) 


11:15-11:30  a.m. 


Break 


11:30  a.m.-12:15  p.m.    Breakout  Session  2  (Concurrent  Sessions) 


12:15-1:45  p.m. 


1:45-2:30  p.m. 
2:30-3:00  p.m. 


Poster  Picnic 


Breakout  Session  3  (Concurrent  Sessions) 


Break 
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Breakout  Sessions  1 


Best  Practices  for  Advocacy  Organizations 


Ms.  Mary  Ann  Elliott 


Ms.  Diane  Zipursky  Quale 


Mr.  Virgil  Simons 
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Mary  Ann  Elliott 

Advocate  Leader 

Susan  G.  Komen  Breast  Cancer  Foundation 

Ms.  Mary  Ann  Elliot  is  a  16-year  breast  cancer 
and  5-year  basal  cell  carcinoma  survivor.  She 
serves  as  the  Advocate  Leader  for  the  Susan  G. 
Komen  Breast  Cancer  Foundation's  Research 
and  Awards,  having  served  as  Chair  of  the 
National  Volunteer  Advisory  Council  in  2000 
and  as  a  member  of  the  international  Board  of 
Directors  from  2000  to  2002.  She  was  a  founding 
member  of  the  Komen  Northeast  Louisiana 
Affiliate  as  well  as  the  Cancer  Foundation 
League  of  Monroe  Louisiana,  the  Women's 
Wellness  Organization  of  Northeast  Louisiana, 
and  WINGS — Women  In  Need  of  Gaining 
Support,  located  in  Houston,  Texas.  Ms.  Elliot 


currently  serves  as  an  advocate  committee 
member forthe  International  Komen  Small 
Grant  Program  and  as  Chair  of  Champions 
for  the  Cure™  for  the  Komen  Northeast  Loui- 
siana Affiliate.  She  is  a  member  of  Komen's 
Health  Disparities  Task  Force  and  serves  on 
the  Selection  Committee  for  the  Foundation's 
Brinker  Award.  She  has  been  involved  in  clini- 
cal research  through  her  role  as  an  advocate 
reviewer  and  through  participation  in  the  U.S. 
Department  of  Defense's  Era  of  Hope  Breast 
Cancer  Research  Program.  Ms.  Elliot  received 
a  B.S.  in  physical  education  from  Sam  Houston 
College  in  Huntsville,  Texas. 
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Breakout  Sessions 


Best  Practices  for  Advocacy 
Organizations 

Volunteer  Training 
Mary  Hlliott 


ll\C  SllSilll  <;,  KtHIK'II 

Brciisi  CiHKvr  Coiiiutation 


Affiliate  Training 


Purpose:  To  empower  each  of  the  Komen 
Affiliates'  volunteers  and  staff  members  to 
fulfill  the  mission  in  the  local  communities 
in  a  manner  consistent  with  the  Komen 
Foundation's  high  reputation  and  skills. 


The  Susiui  li.  KcMiien 


Affiliate  Training 

Objectives:   1 )  Provide  team  building 
opportunities  through  networking  and 
information  exchange;  2)  Prepare  training 
participants  to  complete  their 
responsibilities  according  to  Komen 
expectations  and  guidelines;  3)  Provide 
opportunities  to  apply  skills  and  knowledge 
gained  in  a  comfortable  learning 
environment. 


Ihf  SiLSdii  (i  Kurnt'i) 
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Workshop  Descriptions 

Komen  101 

-  Includes  topics  such  as  Komen's  history  and 
current  structure,  Board  member  expectations, 
resources  available  to  Affiliates. 

Breast  Cancer  101 

-  Covers  the  basic  science  of  breast  cancer 
including  breast  cancer  screening,  diagnosis, 
treatment  and  support. 


|H(e««;«  Caiirrr  f-oundaiioji 


Workshop  Descriptions 

Community  Profile 

-■  Focuses  on  assessing  the  communily  and  how  to  use  the 
Community  Profile  results  to  guide  Affiliate's  strategic 
plan  and  committee  activities 

Managing  Group  Conflict 

-  Explores  why  and  how  conflict  can  arise;  practices 
skills  and  techniques  that  will  help  ever>'one  learn  to 
manage  conflict  effectively  for  the  benefit  of  all 
relationships  and  operations. 
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iBreiist  CatKX'i  (•(.HUKkiticm 


::^ 

Zj 

Zi 
Zi 


Workshop  Descriptions 

QuickBooks 

-  For  beginner  QuickBook  users  or  those  that  just  need  to 
understand  the  Komen  account  and  class  structure 

Media  Workshop 

-  Prepares  attendees  for  media  interviews  in  a  variety  of 
settings,  ensures  the  Komen  Foundation's  messages  are 
presented  with  substance  and  style,  as  well  as  conveyed 
in  the  most  clear,  concise  and  effective  manner 
possible. 


tilt"  SitStin  O  Knrnen 
lir«isi  cctncer  f-'ourKtaiioi-i 


Breakout  Sessions 


Workshop  Descriptions 

Model  Programs 

-  Prmidcs  u  menu  of  innovative,  successftil  and  flexible 
programs  and  best  demonstrated  practices  that  can 
expand  or  improxe  Afllliaie's  education,  grant-making, 
lundraising,  volunteer  and  Board  development 
activities. 

Strategic  Planning 

-  Hov\  do  >ou  formulate  and  implement  a  meaningful, 
practical  strategic  plan?  How  do  you  ensure  the  proper 
buv-in? 


[\\C  SllSiUl  (i.  K(>{JK-n 
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Workshop  Descriptions 

Team  Building 

-  Interactive  workshop  allows  participants  to  examine  the 
stages  of  team  development,  learn  the  key  skills 
involved  in  building  successful  teams,  and  experience 
first  hand  the  application  of  effective  teamwork. 

The  Enneagram:  Understanding  Ourselves  and 
Others 

-  Understanding  your  own  personalit)  type  and  those 
with  whom  vou  work  and  live. 


ItK'  Susitii  Ci,  Koiiirn 
tift-ast  CtitR'er  l-omt<.k«Joii 


Workshop  Descriptions 

Communications 

-  Focuses  on  the  importance  of  building  a  year-round 
communications  program  that  supports  Affiliate's 
objectives  and  the  overall  inission  of  tlie  Foundation. 

Education 

-  Helps  define  the  role  of  the  Education  Coinmittee.  use 
the  Community  Profile  to  develop  committee  goals  and 
objectives,  conduct  successful  breast  health/cancer 
outreach  activities. 


IThf  Sn.s;iit  (i   K<Hnr!) 
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Workshop  Descriptions 

Fundraising: 

-  Fundiunentals:  Introductory  class  on  the  basic 
strategies  and  tactics  of  creating  diversified  fundraising 
success,  philantlirop)  in  America,  ethics,  donor 
motivation  and  administrative  procedures. 

-  Advanced  Strategies:  Strategies  for  Board  giving, 
prospect  identification,  cultivation,  personalized 
solicitation,  major  gifts,  major  donor  recognition, 
corporate  support. 


11 1«-  Su,s.«!  (i-  Komeii 
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Workshop  Descriptions 

Grants 

-  Equips  Affiliates  with  resources  needed  to  implement  a 
well-planned  an  successful  grant-making  process. 

Kometi  Champions  for  the  Cure''''^  -  Public  Policy 

-  Teaches  the  skills  needed  in  making  an  impact  on  the 
decisions  made  at  the  federal,  state,  and  local  levels 
regarding  breast  cancer  and  breast  health. 


"Vht"  Susan  ( >.  KoiiK'n 
iBrci'Kt  CatKX'i  !-(.>uiKiaii<,i»t 
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Workshop  Descriptions 

•  Komen  Leadership-The  Basics 

-  Teaches  the  tools  and  information  needed  to 
lead  a  Komen  Affiliate  and  their  relation  to  the 
mission. 

•  Komen  Race  for  the  Cure® 

-  Knowledge  and  resources  necessary  to 
effectively  host  a  Komen  Race  for  the  Cure® 
event. 


The  .Susi^t I  ( ".   Ki>(<K-i) 
UJreasi  CraiRcr  iXHinttatitjn 


Breakout  Sessions 


Workshop  Descriptions 

•  Cause  Related  Marketing  and  Sponsorships 

-  Provides  information  on  man)  cause  related 
and  national  fundraising  programs. 

•  Skills  for  Effective  Leadership 

-  Skills  such  as  communication,  delegation, 
leadership  assessment,  succession  planning,  and 
conflict  management. 


lircN'tsi  (JititctT  l-oiuKliUion 


Workshop  Descriptions 

Treasurer 

-  Provides  the  knowledge  and  resources  thai  will 
enable  you  to  help  guide  .Affiliate's  accounting 
and  financial  structure. 

Volunteer  Development 

-  Outlines  the  essential  elements  of  a  successful 
volunteer  program. 


I'iicSusiMi  ci.  Konien 
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Diane  Zipursky  Quale,  J.D. 

President 

Bladder  Cancer  Advocacy  Network  (BCAN) 


Ms.  Diane  Zipursky  Quale,  co-founder  of  the 
Bladder  Cancer  Advocacy  Network  (BCAN), 
holds  a  bachelor's  degree  from  Stanford  Uni- 
versity and  a  Juris  Doctorate  from  the  National 
Law  Center  at  George  Washington  University. 
She  worked  in  private  law  practice  until  1996 
when  she  became  Washington  Counsel  for  the 
National  Broadcasting  Company,  Inc.  (NBC), 
and  she  was  later  promoted  to  Vice  President 
of  Washington  Law  and  Policy  for  NBC.  Ms. 


Zipursky  Quale  left  NBC  in  April  2002  to  become 
an  active  participant  in  the  cancer  community, 
serving  as  the  volunteer  administrator  of  a 
retreat  program  for  cancer  patients  and  fund- 
raiser for  BCAN,  which  is  located  in  Washing- 
ton, DC.  She  is  a  member  of  NCI's  Consumer 
Advocates  in  Research  and  Related  Activities 
(CARRA)  program.  She  and  her  husband  John, 
a  bladder  cancer  survivor  since  2000,  estab- 
lished BCAN  in  May  2005. 
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Bladdor 
1:0 

Me 


First  national  patient  advocacy  organization 
dedicated  to  bladder  cancer 


Incorporated  May  18.  2005 


nCZJKlSl 


■     S TKI'  ONKi 

<    Determined  the  need. 

t    No  existing  advocacy  organization  for  bladder 

cancer— why? 
<•    Personal  experience— limited  amount  of  information 

available 
-,    Surveyed  experience  of  others— survivors,  medical 

community 
■.    Defined  purposes  advocacy  organize  would  serve 

FILLING  AWARENESS  AND  EDUCATION  VOID  FOR  BLADDER 
CANCER 


bcaIvi 


.     STEP  TVKt: 

<    Enlisted  the  support  of  Others: 

-   Medical  community— started  with  bladder  cancer 
specialists 
.  Helped  to  assess  needs  and  priorities 
^   Giving  them  role  in  organization  (Scientific  Advisory 
Board)  gives  organization  credibility 
:    Survivor  community — one  person  can't  do  this  alone 

BCAN  IS  COOPERATIVE  EFFORT  AMONG  BLADDER  CANCER 
SURVIVORS,  THEIR  FAMILIES  AND  THE  MEDICAL  COMMUNITY 
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BCArsJ 


STEP  THREE: 

.-   Focused  priorities: 

,.    Chose  a  name 

,  Consider  importance  of  acronyms 
,  Find  available  web  addresses 
<•    Wrote  mission  statement  with  goals  that  are  reachable 
<     Filed  request  for  tax-exempt  status  as  soon  as  possible 
(pro  bono  assistance  from  law  firm).  Grant  received  in 
less  than  60  days 
.:     Designed  logo  and  tagline  to  make  "our  look" 
-    Began  work  on  website 

KEPT  FOCUSED  ON  PRIORITIES  AND  DEVELOPING  BCAN'S 
IDENTITY 


BCANI. 


stei'E(»i:r: 

-   Launched  website  wittiin  three  months'. 

:    Hired  experience,  yet  cost-effective  web  designer 

through  www.elance.com 
..    Kept  design  of  website  simple  and  easy  to  navigate  and 

professional 
.    Did  not  duplicate  information  that  can  hs.  found 

elsewhere— used  links  Instead 
,.    Did  not  try  to  be  "everything  to  everybody"  at  the  start 

DESIGNED  EASY  TO  USE  INFORMATIVE  WEBSITE  AS 
QUICKLY  AS  POSSIBLE 


Bc:/\rM 
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BCA'NI. 

,     STEP  FIVE: 

-   Began  networking: 

Contarted  other  cancer  advocacy  groups  for  tips  and 

direction 
<    Important  for  cancer  communltY  to  know  of  our  existence 
.    Contarted  professional  medical  organization— now  have 

partnership  with  ADA  Foundation 
•    Contarted  drug  companies 
»    Contarted  government  organizations,  like  NCI,  HHS,  and 

CDC 

REACHED  OUT  TO  AS  MANY  GROUPS  AND  INDIVIDUALS  AS 

POSSIBLE  FOR  ADVICE  AND  TO  MAKE  THE  CANCER 

COMMUNITY  AWARE  OF  BCAN 


BCXW- 


STKP  SIX: 

Ongoing  fundraising. 

,-.    Focused  initially  on  friends  and  families  to  get  started 
.    Registered  with  Network  for  Good  for  online  donations 
o    As  word  got  out,  began  receiving  donations  from  bladder 

cancer  survivors  and  their  families 
Marketing. 

;    Engaged  professional  consultant  who  was  committed  to 

the  cause  and  willing  to  work  on  a  reduced  fee  schedule 
<■    Designed  plan  to  launch  awareness  campaign,  with 

flexible  deadlines 

ABLE  TO  DEVOTE  CONSIDERABLE  TIME  TO  DEVELOPMENT 
OF  BCAN  AND  TO  WORK  ON  A  SHOESTRING  BUDGET 
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Virgil  Simons 

Founder  and  President 
The  Prostate  Net 
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Mr.  Virgil  Simons  is  the  Founder  and  President 
of  The  Prostate  Net,  a  non-profit  patient  edu- 
cation and  advocacy  organization.  Using  the 
experience  gained  as  a  10-year  survivor  of 
prostate  cancer  and  a  patient  advocate,  Mr. 
Simons  built  an  international  organization  that 
uses  a  variety  of  methods  (Web  site,  telephone 
hotline,  e-mail,  personal  team  counselors,  pub- 
lic forums,  newsletters,  and  community  disease 
interventions)  to  address  disease  risk  aware- 
ness and  early  disease  intervention. 

The  organization's  mission  is  to  provide  cred- 
ible and  actionable  information  using  a  blend  of 
renowned  cancer  clinicians  and  researchers, 
cancer  survivors,  and  corporate  supporters 
that  partners  patients,  their  families,  and  health 
professionals  in  making  appropriate  choices  to 
assure  the  best  chance  for  cure  and  retention 
of  quality  of  life. 

Mr.  Simons  is  a  member  of  the  American  Asso- 
ciation for  Cancer  Research,  American  Society 
of  Clinical  Oncology,  and  Minorities  in  Cancer 
Research,  and  he  serves  on  the  Integration 
Panel  for  the  Congressionally  Directed  Medi- 
cal Research  Program  for  prostate  cancer.  He 
is  a  member  of  the  External  Advisory  Board 
for  Northwestern  University  Medical  Center's 
Prostate  Cancer  SPORE,  the  External  Advisory 
Committee  of  the  Research  Center  in  Minority 


Institutions  at  Clark  Atlanta  University,  the 
Editorial  Board  of  CURE  magazine,  and  the 
New  Jersey  State  Prostate  Cancer  Workgroup. 

Mr.  Simons  and  The  Prostate  Net  have  received 
several  awards  in  recognition  of  work  on 
behalf  of  those  in  need,  including  the  2005 
Catherine  Logan  Award  for  Service  to  Cancer 
Survivorship  from  the  National  Coalition  for 
Cancer  Survivorship,  a  2004  Hope  Award  from 
the  Intercultural  Cancer  Council,  and  the  2000 
Distinguished  Community  Service  Award  from 
the  Anti-Defamation  League  of  B'nai  B'rith. 
Mr.  Simons  was  a  finalist  in  Coping  magazine's 
"Hero  of  the  Year"  competition. 

Mr.  Simons  has  appeared  on  Today,  New  Jersey/ 
New  York,  and  National  Public  Broadcasting 
and  was  featured  for  programmatic  work  in 
major  consumer  print  publications  and  trade 
journals  such  as  Lancet  Oncology. 

Prior  to  his  involvement  in  health  care,  Mr. 
Simons  had  an  extensive  career  in  the  textile, 
financial  services,  international  trade,  and  retail 
industries  as  a  senior  executive  and/or  entre- 
preneur. Additionally,  he  has  been  a  lecturer 
in  marketing  at  Louisiana  Tech  University,  the 
Fashion  Institute  of  Technology,  and  LaGuardia 
Community  College,  and  he  is  a  member  of  the 
Board  of  Advisors  for  Texas  Women's  University. 
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Going  to  the  Barbershop  to  Fight  Cancer: 

Putting  Science  into  the  Community 


Why  We  Must  Be  Concerned 


•  1  in  every  6  men  get  Prostate  Cancer 

•  1  in  every  4  Black  nnen  get  Prostate  Cancer 

•  Latinos  have  the  3"*  highest  incidence  rate 

■  Blacks  and  Latinos  are  diagnosed  at  advanced 
disease  stages  at  a  144%  greater  rate  than  whites 

■  The  5  year  survival  rate  for  Blacks  and  Latinos  is 
w/orse  than  for  whites  and  getting  worse 

■  Black  men  die  at  a  rate  240%  higher  than  whites 


The  Problems  Don't  Stop  There 


Blacks  have  a  greater  incidence  of  High  Blood  Pressure  than 
any  other  group 

Diabetes  affects  Blacks  more  than  any  other 
The  risk  of  Stroke  Is  greater  for  Blacks 
Smoking-related  diseases  occur  more  often  among  Blacks 
than  other  groups 

Heart  Disease  affects  Blacks.  Hispamcs  and  Asian- 
Americans  more  than  whites 

African-American  men  have  a  higher  rate  of  Chronic  Liver 
Disease 

70%  of  reported  cases  of  Tuberculosis  is  among  minority 
communities 

The  vast  majority  of  Blacks  and  Hispanics  do  not  seek 
treatment  for  Enlarged  Prostates  or  Erectile  Dysfunction 
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The  Challenge: 
Addressing  the  Problem 

■  How  do  we  reach  the  men 

■  Medical  centers  -  limited  participation 

-  Sporting  events  -  screening  not  a 
priority 

•  Church  -  not  universal  attendance 

-  THE  BARBERSHOP!!  -  every  man 
goes  to  one 


Promotional  Objectives 


Validate  roles  of: 

•  the  barber  as  key  opinion  leader  and 

•  the  barbershop  as  community  information  center 
Establish  on-going  relationship  between  the 
local  medical  centers  and  barber  shops 
Enhance  disease  risk  awareness  for  the  general 
public 

Increase  patient  education  of  treatment  options  to 

create  empowerment 

Reduce  the  disparity  in  minority  healthcare 


^ 

Zi 


Create  "Heroes" 


O 
^ 


Meet  James 

Saw  information  in  his 

barbershop 

He  came  to  Newark  for  a 

Health  Fair 

On  HIS  BIRTHDAY!! 

Wanted  to  give  himself  the 

BEST  present 

The  Gift  ot  Lite'i 
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Our  "Report  Card' 


■   27  Medical  Centers/Health  Care  Agencies 

•  National  Service  Organizations 

•  NCI/CIS 

•  NBLIC 

•  ACS 

•  Converted  more  than  500  local  barbers  into  Health 
Motivators 

•  Millions  of  Consumer  Impressions 

•  10,034  Men  Screened  for  Pea  in  2004 

•  442  cases  of  Pea;  553  uro  issues 

•  other  co-morbidities 

•  12,751  in  2005:  78  Med  Centers;  >800  barbers 


The  Knowledge  Net 


■  "Wired  Barbershop" 

■  Interactive  computer 
system 

•  Client  operated  or 
passive  viewing 

•  Educational  and 
motivational 

•  Barbershop  center 
of  Internet  activity 


Pr  state 
Net 

2005 
AWARDS 
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Case  History 

FIT  NOW:  The  Bronx,  NY 

An  Integrated  community  intervention  built 
around  a  local  Government  initiative  to 
change  negative  health  impacts  for  its 
constituency: 

-  Corporate  and  political  partnersliips 

-  Comprehensive  intervention  plan 

-  Awareness 

-  Diet  and  Exercise 

-  Participation  in  healthcare  system 


www.fitnowbroB«.coin/index.htm 
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Screen,  Educate,  Elevate  (SEE) 
B.A.B.E.S. 

Beauty  Advocates  for  Breast  Cancer  Education  and  Screening 


Leverage  success  and  knowledge  ot  training  protocols  and  community 
outreach  strategies  employed  during  the  "Going  to  the  Barbershop  to 
Fight  Cancer '  promotion 

African  American  women  have  a  rich  tradition  ot  spirited  conversations  dunng 
an  afternoon  at  the  "hair  dresser  and  often  seek  advice  and  counsel  from  their 
stylists  and  peers  in  the  shops 

Train  cosmetologists,  hair  professionals  and  nail  technicians  to  serve  as 
"lay  health  motivators,"  encouraging  their  clients  to  call  21 1  to  get  screened 
tor  breast  cancer 

Now,  stylists  have  an  opportunity  to  pass  along  news  about  the  21 1  networ[<. 
local  community  screenings  and  the  importance  of  early  detection 


Partner  Plan 


To  effectively  relay  our  message,  we  will  partner  with: 

•  state  and  Community  Service  Agencies 

■  NJCEED.  NJ-CCCP  CHIPS  LINGS 

«    ACS  South  Jersey  Breast  Cancer  Coalilion 

•  Healthcare  Providers  in  target  counties 

•  Medical  centers 

•  FOHCs 

•  Personal  Service  and  Faith-based  partners 

•  National  Beauty  CuHurists  League 

-    AIncan  American  Women  s  Clergy  Association 

•  Local  chapters  of  National  organizations  in  direct  contact  with  the 
target  population: 

■  Sisters  Network 

«    National  Black  Women  s  Health  Proiect 
•    AIncan  American  sororities 
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Build  Research  Credibility 

•   Dept 

of  Defense  -  CDMRP  -  New  Investigator 

•   w/  University  ol  Medicine  &  Denlislry  ot  NJ 

■   CDC 

-  African-American  Pea  Screening  Plan 

•   w/  Connecticut  Cancei  Parlneiship 

•   CDC 

-  African-Amencan  Pea  Screening  Plan 

•   w/  University  o(  Alabama  Birrningharn 

■   NCI-R01  -  Black  Pea  Patient  Telephone  Intervention          | 

•   rt7  Duke  University  Medical  Center 

•    NCI- 

SBIR  Technological  Initiative 

•   expansion  ol  "Wired  Barbershop'  concept 

■    Dept. 

of  Defense  -  Prostate  Cancer  Screening  Study 

■   \Nl  Columbia  University 

Whaf's  the  Payoff? 

•  Information  conduit  for  the  medical  community 

■  Increased  service  for  the  client  community 

■  Enhanced  leadership  profile  for  the  Med  Ctr. 

■  Better  service  interaction  between  communities 

■  Increased  Med  Ctr.  traffic/revenue/market  share 

•  Increased  Clinical  Trial  accrual 

•  Barber  satisfaction  in  being  an  agent  for  change 


Creating  a  New  Network 


The  Prostate  Nety^ 


\, 


/ 


/ 


Sponsors 


Core  Distribution: 

Sfl.OIHH  Wchsilc  visits/montli 

1^00  Patient  Supjtort  C.rnup  Leaders 

I.tMKK  Pulilli:  Health  Workers 

~  6.11(H)  Medical  Onciilogists 

>  400  Urnlogieai  Speeialtsts 


Participating 
iVledical 
Centers 


National 
Medical 
.Ass'n. 


American 
Medical 
Ass' II. 


Community 


National  Ass'n. 

of  Barber  Boards 

of  America 
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The  real  voyage  of  discovery 

consists  not  in  seeking  new 

landscapes  but  in  having  new 


eyes. 


Prostate 
Net 

www.prostaienet.org 
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Selected  NCI  Outreach  Activities 


Ms.  Cherie  Nichols 


Dr.  Lisa  Stevens 


Ms.  Joy  Wiszneauckas 


Ms.  Susan  Erickson 


Ms.  Mary  Anne  Bright 


Mr.  James  Alexander 
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Cherie  Nichols,  M.B.A. 

Director 

Office  of  Science  Planning  and  Assessment,  National  Cancer  Institute 


■5 
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Developing  and  implementing  plans  and  evalu- 
ating and  analyzing  biomedical  research  pro- 
grams and  associated  management  operations 
are  common  themes  throughout  Ms.  Cherie 
Nichols'  three  decades  at  NIH.  She  has  created 
and  executed  strategic  and  operational  plans; 
analyzed  policy,  program,  and  legislative  initia- 
tives; and  conceptualized  and  managed  evalu- 
ations and  studies  on  national,  regional,  and 
local  levels.  She  has  designed  and  directed  the 
analysis  and  writing  of  major  program  informa- 
tion and  communication  documents  about  the 
national  cancer  effort,  animal  care  and  use, 
and  research  resources. 

Ms.  Nichols  began  herfederal  career  at  NIH 
in  1972  and  worked  for  nine  years  as  a  manage- 
ment analyst  in  the  Bureau  of  Health  Manpower 
and  in  the  NIH  Office  of  the  Director.  After  a 
brief  hiatus  to  complete  her  academic  training, 
Ms.  Nichols  returned  to  NIH  and  spent  the  next 
nine  years  in  progressively  more  responsible 
positions  at  the  National  Center  for  Research 
Resources,  culminating  as  Chief  of  the  Plan- 
ning, Legislation,  and  Evaluation  Branch.  Seek- 
ing Institute-specific  experience,  she  moved  to 
NCI  in  1991,  and  for  14  years,  she  has  led  and 
directed  programs  that  assist  NCI  leadership  in 
making  informed  decisions  as  they  set  priori- 
ties, plan  directions,  implement  decisions,  and 
account  for  performance.  During  her  career  at 


NCI,  from  her  position  as  Branch  Chief  to  the 
position  that  she  currently  holds,  Director  of  the 
Office  of  Science  Planning  and  Assessment, 
Ms.  Nichols  has  provided  outstanding  leader- 
ship and  direction  to  the  senior  management 
team,  executive  leadership,  and  NCI  staff  in 
the  many  planning,  implementation,  and  as- 
sessment activities  of  the  Institute.  She  plays  a 
significant  role  in  several  high-profile  initiatives 
that  have  been  instrumental  in  articulating  the 
NCI  vision  for  cancer,  including  the  establish- 
ment of  a  long-term  strategic  plan,  creation  of 
executive  tools  and  collaborative  partnership 
models,  development  of  integration  and  imple- 
mentation teams  and  processes,  and  coordi- 
nation of  the  International  Cancer  Research 
Partner  activities. 

During  hertenure  at  NCI,  Ms.  Nichols  has  built 
upon  her  master's  degree  by  completing  exten- 
sive training  focused  on  science  policy,  strate- 
gic planning,  science  education,  strategy  and 
leadership  in  government,  and  core  leadership 
competencies.  Further,  in  fall  2004,  Ms.  Nichols 
was  selected  from  a  national  field  of  candi- 
dates to  be  a  Harvard  Senior  Executive  Fellow 
within  the  Kennedy  School  of  Government.  She 
has  received  numerous  honors  and  awards, 
including  the  prestigious  NIH  Director's  Award 
and  NIH  Merit  Awards. 
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Lisa  Stevens,  Ph.D. 

Chief,  Science  Planning  Branch 

Office  of  Science  Planning  and  Assessment,  National  Cancer  Institute 


Dr.  Lisa  Stevens  is  the  Chief  of  the  Science 
Planning  Branch  of  the  Office  of  Science  Plan- 
ning and  Assessment  (OSPA)  in  the  NCI  Office 
of  the  Director.  Prior  to  assuming  this  role,  she 
was  a  Scientific  Projects  Manager  in  the  Pro- 
gram Implementation  Branch  of  OSPA.  Dr.  Ste- 
vens participated  in  the  Translational  Research 
Working  Group,  assisted  with  the  Imaging  Inte- 
gration/Implementation team,  and  was  involved 
with  a  number  of  Progress  Review  Group  NCI 
Working  Groups.  Before  joining  OSPA,  she 


worked  in  the  Office  of  Scientific  Opportunities. 
There  she  had  the  chance  to  facilitate  the  Leu- 
kemia/Lymphoma  Molecular  Profiling  Project 
and  the  NCI  Research  Resources  Web  site. 

Dr.  Stevens  graduated  in  1999  with  a  Ph.D.  in 
molecular  and  cellular  biology  from  the  Univer- 
sity of  Maryland,  Baltimore.  Herthesis  research 
was  conducted  in  the  Laboratory  of  Genetics  in 
NCI's  Center  for  Cancer  Research.  She  holds  a 
B.A.  in  biology  from  Monmouth  College  in  Illinois. 


Joy  Wiszneauckas,  M.B.A. 

Special  Assistant  to  the  Director 

Office  of  Science  Planning  and  Assessment,  National  Cancer  Institute 


Ms.  Joy  Wiszneauckas  is  the  Special  Assistant 
to  the  Director  of  the  NCI  Office  of  Science 
Planning  and  Assessment  (OSPA).  Before 
joining  OSPA,  she  was  an  IT  Project  Manager 
for  the  NCI  Office  of  Information  Systems  and 
Computer  Services.  Through  her  ability  to 
understand  process  problems  and  clearly  artic- 
ulate technical  solutions,  she  successfully  led 
development  projects  for  web  applications  that 
support  NCI's  scientific  administration  efforts. 

Ms.  Wiszneauckas  has  a  well-established 
working  history  with  NCI  that  began  in  the 
Office  of  the  Director  with  the  Deputy  Director 
for  Management.  She  has  held  increasingly 
responsible  positions  in  a  broad  arena — strate- 
gic planning,  international  affairs,  acquisitions, 
space,  personnel,  budget,  and  technology 


transfer.  Her  involvement  in  the  establishment 
of  the  All  Ireland-NCI  Cancer  Consortium  was 
one  of  many  exciting  initiatives  she  participated 
in.  Ms.  Wiszneauckas  has  also  served  as  the 
Executive  Secretary  for  the  NIH  Executive 
Officers  group  and  is  a  recipient  of  both  the 
NIH  Merit  Award  and  the  NIH  Director's  Award. 

Ms.  Wiszneauckas  began  her  federal  career 
at  NIH  as  a  high  school  student  in  the  National 
Heart,  Lung,  and  Blood  Institute's  Blood  Division 
Program  and  Budget  Office.  She  holds  a  B.S.  in 
business  and  technology  management  from  the 
University  of  Maryland  University  College  and 
earned  an  M.B.A.  with  an  emphasis  in  informa- 
tion technology  from  Johns  Hopkins  University 
in  2004. 
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NCI  Outreach  Initiatives 
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PLANET     '" 


Conimunily  Networks  Program    *««-'*««'*''^*^^^^  % 

To  Reduce  Cancer  Health  Disparities  '<'■ 

»i^.  .  •  ^         o  !  Cancer 

NCI  Listens  &  Learns  centers 


Presentation  to  the 

Advocacy  Community 

June  20,  2006 

Office  of  Science  Planning  and  Assessment,  NCI 


Overview  of  Presentation 

•  Framework  for  NCI's  Vision 

•  Key  Partners 

•  Role  of  Advocates  in  Realizing  tlie  Vision 

•  Summary  of  Partnering  Opportunities 
'  Outreach  Outcomes 


Framework  for  NCI's  Vision 


THE  niAssrwssK  TO  tumwn,  T>K  susreffisa  Am  sasni  due  to  mkceb  bv  261'; 
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Our  Key  Partners  in  Realizing  the  Vision 

•  Professional  Societies 

•  Advocates 

•  President  and  Congress 

•  Cancer  Researchers 

•  Public 

•  Advisory  Groups 

•  Government  Leaders 

•  Patients 

Role  of  Advocates  in  Realizing  the  Vision 

•   NCI's  Challenge  Goal  to  the  nation  is  to  eliminate 
the  suffering  and  death  due  to  cancer,  What  role 
does  the  cancer  advocacy  community  play  in 
achieving  the  Challenge  Goal? 

-  Providing  input  into  research  planning  and  priority 
setting 

-  Increasing  public  understanding  of  cancer  researcti 
and  programs 

-  Supporting  community  education  programs 

-  Enhancing  access  to  treatment  and  fostering  cancer 
prevention 


Providing  Input  into  Planning  and  Priority  Setting 


Provide  feedback  and  commentary  on  important  initiatives  when 
meeting  witti  tlie  NCI  Director,  Division/Office  leadership  and  program 
staff 

Attend  Advisory  Group  Meetings 

-  Difectors  Consumer  Liaison  Group 

-  National  Cancer  Advisory  Board 

-  Presidents  Cancer  Panel 

-  Boanj  of  Scientific  Advisors  (for  extramural  researcti) 

-  Boad  of  Scientific  Counselors  (for  intramural  researcti) 

Participate  in  ttie  NCI  Consumer  Advocates  in  Researcti  and  Related 
Activities  (CARFiA)  Program 

Visit  ttie  NCI  Office  of  Science  and  Planning  Assessment  Website 
hltpi/planninq  cancer  gov,' 

-  Register  on  our  stakeholder  input  page  to  receive  notices  on  liiture 
opportunities  to  provide  input  to  NCI  prionly  setting 
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Increasing  Public  Understanding 
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Supporting  Community  Education  Programs 


The  online  NCI  Publications  Locator  can  be  used  tor  finding,  viewing,  and 
ordenng  NCI  reports,  publications  and  ottier  matenals. 

The  Cancer  Information  Service  (CIS)  through  its  Partnership  Program 
collaborates  with  national,  state,  and  regional  organizations  to  develop 
appropriate  cancer  education  programs  tor  minorily  and  medically 
underserved  populations 

Cancer  Control  PLANET  pnovides  Wet>based  tools  for  health  educators  and 
practitioners  to  access  contact  information  lor  potential  program  and  research 
partners  by  slate  and  region 

NCI-supported  Cancer  Centers  engage  in  extensive  outreach,  education, 
and  informatran  dissemination  throughout  their  communities  and  regions 

Community  Networks  to  Reduce  Cancer  Health  Disparities  aim  to  reduce 
cancer  health  dispanlies  tlirough  community-based  participatory  education, 
training,  and  research  among  racial/ethnic  minonties  and  underserved 
populations. 


Enhancing  Access  to  Treatment  and  Prevention 


Take  advantage  of  the  efforts  being  conducted  by  the  Center  to  Reduce 
Health  Dispanties 

-  Patient  Navigator 

-  Cominuniiy  Networks  Program 

Participate  in  caBIG  activities,  which  are  buikling  upon  the  Cancer  Research 
Network  and  regional  neh«ort<s  developed  by  Cancer  Centers  to  enhance 
quality  of  care 

Worit  with  the  Community  Clinical  Oncology  Program  (CCOP) 

Help  with  the  implementation  of  the  Clinical  Trials  Working  Group  (CTWGI 
Recommendations 

Use  the  comprehensive,  searchable  information  on  NCI-supported  treatment 
and  prevention  tnals  on  cancer  gov 

Wort(  with  Cancer  Centers  located  throughout  the  United  States  to  locate  and 
support  participation  in  clinical  trials  or  community  based  prevention  programs 


Breakout  Sessions 
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Summary  of  Partnering  Opportunities 


Take  part  in  peer  review  efforts  and  encourage  your 
colleagues,  friends  and  family  to  do  the  same 

-  Progress  Reviews 

-  Think  Tanks 

-  Workshops 

-  Cooperative  Groups 

-  SPORES 

-  Cancer  Center  Programs 

-  CARRA  Activities 

Actively  participate  in  cancer  conferences  and  use  ttiat  forum 
to  voice  your  iijeas,  recommendations  and  concems 

Take  advantage  of  every  opportunity  to  review  and  comment 
on  priority  setting  and  planning  documents  sucti  as  The 
Nation's  Investment  in  Cancer  Researcti.  tlie  CTWG  and  ttie 
TRWG 


Summary  of  Partnering  Opportunities  (cont.) 

■  Continue  to  educate  the  cominunity  and  funders 
about  the  impoilance  of  supporting  cancer  research 

-  Encourage  the  research  community  to  do  the  same 

■  Use  established  channels  to  contribute  your  ideas  to 
the  NCI 

-  "Listens  and  Learns" 

-  Community  conference  calls  with  the  Director 

-  Guest  w/riting  for  the  NCt  Cancer  Bulletin 

'   Ennploy  the  Strategic  Planning  Framework  to  inform 
your  own  pnority  setting 


Outreach  Outcomes 


NCI  Outreach  Efforts  -  how  are  we  doing? 
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Susan  Erickson 

Director 

Office  of  Policy  Analysis  and  Response,  National  Cancer  Institute 


Ms.  Susan  Erickson  became  the  Director  of 
the  NCI  Office  of  Policy  Analysis  and  Response 
(OPAR)  in  May  2004  after  serving  as  Acting 
Office  Director  for  two  years.  Prior  to  that,  Ms. 
Erickson  was  a  Program  Analyst  on  the  OPAR 
staff.  As  OPAR  Director,  Ms.  Erickson's  respon- 
sibilities include  liaison  with  NIH  and  the  U.S. 
Department  of  Health  and  Human  Services  for 
legislative  and  congressional  affairs;  analy- 
sis of  enacted  legislation  and  implementation 
requirements;  analysis  of  pending  federal  and 
state  legislation;  and  preparation  of  NCI  staff 
for  hearings,  briefings,  and  visits  involving 


members  of  Congress  and  their  staff.  A  long- 
time employee  of  NIH,  Ms.  Erickson's  profes- 
sional background  includes  administrative 
positions  in  three  Institutes  at  NIH  as  well  as  a 
career  as  a  technologist  in  the  Clinical  Center's 
Diagnostic  Radiology  Department.  Participation 
in  the  NIH  Management  Intern  Program  facili- 
tated her  transition  from  a  career  focused  on 
patient  care  to  administration.  Ms.  Erickson's 
education  includes  training  as  a  radiologic 
technologist  at  the  Washington  Hospital  Cen- 
ter, and  she  later  earned  a  B.S.  in  health  care 
administration  from  Columbia  Union  College. 


Breakout  Sessions 
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NCI's  Relationship  with  Congress: 
^//oH'  and  Why  We  Interact  with  Congress 

Cancer  Advocacy  Summit 


Susan  Erickson 
Director,  Office  of  Policy  Analysis  and  Response 

June  20.  2006 


Discussion  Topics 


Why  Do  We  Interact  witli  Congress? 

Congressional  Functions 
•Appropriations 
•Congressional  Authorization 
•Congressional  Oversight 

Miscellaneous 
•Requests  for  Information 
•Correspondence  and  Casework 


Appropriations  Process 


Bypass  Budget 
President's  Budget 
House  and  Senate  Hearings 
Appropriations  Bills 
Report  Language 
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Bypass  Budget 


•Professional  Judgment  Budget  Separate  from  the 
Adtninistration's  Budget  Submission 

•Submitted  Directly  to  the  President  and  Congress 
without  change 

•Communications  and  Priority  Setting  Tool 

•NCI  Director  aided  by  National  Cancer  Advisory 
Board,  the  President's  Cancer  Panel,  and  other 
stakeholders  in  the  development  of  the  Bypass  Budget 


3 

3 

3 
3 


President's  Budget 


President's  Budget  Request 

NIH  Budget  Submission  &  Congressional  Justification 

Appropriations  Hearings 


Congress'  Role  in  the 
Appropriations  Process 


Appropriations  Hearings 
Appropriations  Bills 
Report  I.anguage 


Breakout  Sessions 
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Report  Language 
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Report  Language 


NATliJNAL  (lANdai  INSTm_rTK 

Thi?  CoininltlW'  pro\idns  $4,M1.77-l.i»0?i  for  thi?  Nptioi-,a!  Cancvr 
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■  liid.'N  tiint'iLU;"  Tv.in^-t^.t  hv  th*-  Admini^tnitiftr.  (v^riDitttrii?  im  to 
$.v  .1..,!  >\»>  for  r^jkMj-.  ;,n.i  !nipn".».iiieni.v  t,.  fh"  Nri  intrannrrai  fa- 
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T"ftocfo  /jerfjj  ntfutUun — Thi:  Committri'  rert(E>niz(4i  nt(d  ,i(t- 
plaiidv  the  Msittficnnt  w.»rk  ni  HHS  mid  it;-  a^i-iictc's  )ii  the  ait -i  of 
loUictw  uni\  h'?rtltli.  i>.-in«:nlml>  r<rci-nt  *'ff<>its  jtmu-d  at  racilKatiiu' 

sni'iking  cussiiUrm.  The  Committee  bGlimfis  it  is  inipnttaot  to  cjit- 
titiup  U>  cxplon-  ndditional  nittthnds  ta  nL-ducp  smoking  rcliibwi  mor- 
tnltty  and  morbidity  in  th*'  10  to  15  perrent  of  t-he  aditlt  population 
who  csnnot  or  wiU  not  quit  snioklii^.  In  a  recent  study  funded  by 
NCI.  a  panel  of  luadtng  t*)bacco  tixpcrts  was  afckod  1o  n;vicw  sci- 
pntific  lit»>mtun'  for  tht-  cwniporarivv  niorrolity  risks  of  low-nitros-t- 
nniw  smfAoU'*':  tobacco  product.^  and  conventional  ciwr^tt^-s.  1^« 
panel  of  cocpcrts  concluded  that^  based  on  published  scioutiflc  lit- 
oraiurc.  hrtv-nilrosaniidc  sniokd-'ss  tobacco  products  posu  a  aab- 
9tantlfllly  lower  risk  to  the  ustT  rh.-tn  C'tiui'nTii.r.n;  cifjarpttes.  Givpn 
this  important  conclusion,  the  Ci>nin,,ri,  ml—  NCI  to  conduiK*  its 
research  into  hami  reduction  etr.\t.  i.  •  .  ,  .?  tu>  smokers,  and 
consi«ier  the  roh'  low-aflrosaiiiinc      ■    ;  '      un.  products  oiav 

piny  in  Ihc  mpra!!  ctTurr  to  rwh.o    '        n       i.  f  cig^.Tvtt..  suiok- 


Congressional  Authorization 


•NCfs  Authorizing  Committees 
-House;  Energy  and  Conmierce 
-Senate:  Health,  Education,  Labor  and  Pensions 
(HELP) 

•ls.ey  Authorizing  Legislation 

-National  Cancer  Institute  Act  of  1937  -  Established 
the  National  Cancer  Institute  within  the  Public  Health 
Scr\  ice  to  conduct  research  relating  to  the  cause, 
diagnosis  and  treatment  of  cancer. 

-National  Cancer  Act  of  1 97 1  -  Provided  NCI  with 
certain  essential  authorities  which  make  NCI  unique, 
and  have  acted  as  a  calalvst  for  many  advances. 
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Congressional  Oversight 


•Hearings 
•Interviews 
•Briefings 
•Document  Requests 


Requests  for  Information 

•How?  -  By  phone,  e-mail,  and  written  correspondence 

•What? 

•I'unding  Infomiation 

•Disease  hitb  and  Statistics 

•Current  Activities 

Correspondence  and  Casework 

■Requests  for  assistance  for  constituents 

•Grant  support 

•Funding  Requests 

•Access  to  Care 

•Clinical  Trial  Into 

•Disease  Information 

Breakout  Sessions 
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Why  Is 

Congressional  Interaction 

Important? 


NCI's  Relationship  with  Congress: 
How  and  Why  We  Interact  with  Congress 


k. 
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Mary  Anne  Bright 

Director,  Cancer  Information  Service 

Associate  Director,  Office  of  Cancer  Information  Service 

Office  of  Communications,  National  Cancer  Institute 


Ms.  Mary  Anne  Bright  has  been  employed  at 
NCI  since  1986.  In  her  current  capacity,  she  is 
Director  of  NCI's  Cancer  Information  Service 
(CIS),  a  national  information  and  education 
network  comprising  15  regional  offices  that 
serve  the  United  States,  Puerto  Rico,  U.S.  Virgin 
Islands,  and  U.S. -associated  Pacific  Territories. 
The  CIS  operates  an  information  service  and 
a  partnership  program  and  collaborates  on 
health  communications  research.  In  addition, 
Ms.  Bright  is  Associate  Director  of  the  Office 
of  Cancer  Information  Service,  which  provides 
oversight  and  management  of  the  regional 
CIS  contracts  and  a  large  support  contract.  In 


addition  to  her  role  as  Director  of  the  CIS,  Ms. 
Bright  has  served  in  a  temporary  role  as  Acting 
Deputy  Director  of  NCI's  Office  of  Communica- 
tions for  the  past  three  years. 

Ms.  Bright  is  an  oncology  nurse  with  more  than  a 
decade  of  cancer  nursing  experience.  She  was 
an  Oncology  Clinical  Nurse  Specialist  for  three 
years  at  the  NIH  Clinical  Center  in  Bethesda, 
Maryland,  prior  to  joining  the  CIS.  Ms.  Bright 
received  her  Masters  degree  in  oncology  nurs- 
ing from  the  University  of  California,  Los  Ange- 
les, and  her  bachelor's  degree  in  nursing  from 
Duquesne  University  in  Pittsburgh,  Pennsylvania. 


Z) 
Z) 
Z) 

Zi 

z> 
z> 


Breakout  Sessions 
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NCI  Office  of  Communications 

The  Cancer  Information  Service  (CIS):  A  Key  Outreach 
Component  of  the  NCI 

Mary  Anne  Bright 

Listening  and  Learning  Together:  Building  a 

Bridge  of  Trust 

June  20,  2006 


Mission  of  the  Office  of  Communications 


To  effectively  communicate  the  most  up-to- 
date,  evidence-based  information  related  to 
cancer  prevention,  detection,  diagnosis, 
treatment,  and  survivorship  across  the  U.S. 
and  around  the  world. 


NCI's  Cancer  Information  Service 


The  CIS  is  a  national  information  and  education 
program  of  the  National  Cancer  Institute 

Foremost  source  for  the  latest  and  most  accurate 
cancer  information  for  patients  and  their  families, 
the  public,  and  health  professionals 

Connects  with  people  in  variety  of  ways:  one-on- 
one,  working  with  organizations,  and  participating 
in  cancer  research  efforts 


34 


Listening  and  Learning  Together:  Building  a  Bridge  of  Trust 


NCI's  Cancer  Information  Service 


15  regional  offices  serving  the  United  States,  Puerto  Rico, 
ttie  US  Virgin  Islands  and  the  US  Associated  Pacific 
Tenitories 

A  Partnership  Program  that  collaborates  with  regional 

and  community  organizations 

An  Information  Service  that  provides  cancer  infonnation 
through  personalized  interactions 

A  Research  Program  shares  the  NCI's  research  mission, 
fostering  and  participating  in  health  communications  and 
cancer  control  research 
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15  CIS  Regional  Offices 
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Addressing  Cancer  Health  Disparities  Tlirough 
Partnership 


Communities  who  suffer  an  unequal  burden 
of  cancer  -  focus  efforts  on  reactiing 
minority  and  medically  underserved 
Working  through  partnership  to  leverage 
resources  and  address  cancer  health 
disparities 

Providing  technical  assistance  to  partners  - 
training,  program  planning,  evaluation 


Breakout  Sessions 
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CIS  Partnership  Program 


The  CIS  and  partners  work  together  in  a  variety  of  ways: 

*  Disseminating  NCI  matenals 

*^ Developing  outreach  and  education  programs 
"^  Strengthening  the  partners'  capacity  to  deliver 
cancer  infomiation  and  education 

*  Conducting  tram  the  trainer  sessions  on  clinical 
trials  education 

CIS  and  partners  engage  in  cancer  control  and 
education  projects 


Information  Service  Points  of  Access 


Information  by  telephone 

•  1-8004-CANCER  -  Service  in  English  and 
Spanish 

•  Publications  Ordering  Service 

•  Smoking  Cessation  Counseling  - 

1-877-44U-QUIT  (NCI's  Smoking  Quitline) 
Online  assistance 

•  Live  Help 
Email  assistance 

•  www/.cancer.qov  -  "Contact  Us"  E-mail  box 


NCI's  Web  site  -  www.cancer.gov 
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NCI's  Web  site  www.cancer.gov 


Accessing  the  CIS  from  the  NCI  Web  site 


Publications  Ordering  Service 

^}s:„:2;xs 

Access  to  NCI  Resources 

Access  to  NCI  Resources 

>  Information  resources 

>  Education  resources 

Points  of  Access 

>  Cancer  Information  Service 

>  Cancer.gov 

>  Cancer  Bulletin 


Breakout  Sessions 
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James  Alexander 

Contractor 

Office  of  Communications,  National  Cancer  Institute 


Mr.  James  Alexander  is  a  member  of  the  Media 
Relations  Branch  (Press  Office)  staff  at  the 
National  Cancer  Institute.  He  joined  NCI's  Office 
of  Communications  in  late  2001  as  a  contractor. 

Mr.  Alexander  is  responsible  for  developing 
and  strengthening  minority  outreach  for  NCI's 
Office  of  Communications,  an  assignment  he 
began  in  early  2004.  In  this  capacity,  he  works 
for  the  Office  of  Communications  leadership 
and  with  various  Media  Relations  team  mem- 
bers to  strategize  and  disseminate  culturally 
relevant  cancer  information  to  special  popula- 
tion media  outlets  serving  Hispanic,  African 
American,  Asian  American/Pacific  Islander, 
and  Native  Americans  populations.  This  ef- 
fort was  started  by  the  Director  of  NCI's  Office 
of  Communications  to  highlight  the  Institute's 
increased  emphasis  on  reducing  cancer 
health  disparities. 

A  journalism  major  and  a  former  newspaper 
reporter,  Mr.  Alexander  has  an  extensive 
background  in  health  communications  with 
a  recently  developed  specialty  in  presenting 


important  health  information  to  minority  and 
cultural  audiences.  He  worked  as  a  reporter 
at  the  Charlotte  Observer,  Atlanta  Journal- 
Constitution,  and  as  a  summer  intern  reporter 
at  the  Washington  Posf  early  in  his  career. 
After  journalism,  Mr.  Alexander  worked  as  a 
speechwriter  and  press  aide  to  former  Cabinet 
secretaries  Henry  Cisneros  (Housing  and  Urban 
Development)  and  Donna  Shalala  (Health  and 
Human  Services).  He  also  spent  a  year  working 
in  agency  private  sector  public  relations  as  a 
writer  for  business  clients.  In  the  late  1980s  and 
early  1990s,  Mr.  Alexander  was  press  secretary 
for  the  former  House  Select  Committee  on  Nar- 
cotics Abuse  and  Control  underthen-chairman 
U.S.  Representative  Charles  B.  Rangel  of  New 
York.  Mr.  Alexander  came  to  Washington,  DC,  in 
1986  as  an  American  Political  Science  Associa- 
tion Congressional  Fellow,  serving  in  the  offices 
of  Rep.  Rangel  and  the  late  U.S.  Senator  Wil- 
liam Proxmire  of  Wisconsin. 

Mr.  Alexander  is  a  1981  graduate  of  the  School 
of  Journalism  at  the  University  of  North  Carolina 
at  Chapel  Hill. 
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Factors  Influencing  Minority  Outreach 


■  Changing  U.S.  demographics  ^ 
•  HHS,  NIH,  NCI  priorities  -  addressing  disparities 
«  Growth  of  minority  media  -  for  ex.,  Spanish 

language  media  are  fastest  growirtg  in  U.S. 

■  More  minorities  online  -  leads  to  desire  for 
more  relevant  information 

■  Desire  to  reach  all  audiences 


Minority  Media  Overview 

Ethnic  media  reach  V*  of  the  entire  U.S.  population 
and  80%  of  adults  in  minority  communities 

Minority  marl<ets  now  account  for  1/3  of  U.S.  buying 
power 

Success  of  ethnic  media  is  influenced  by  immigration 
patterns 

iVIinority  media  have  a  symbiotic  relationship  with  other 
minority  businesses 


Banking  On  Radio  -  Everybody's  Listening 


American  Urban  Radio  Networks 

National  Native  News 

Prevenir  es  Salud  show  (Dr.  Elmer 
Huerta) 

NPR  "Wews  and  Notes  with 
Ed  Gordon" 

Native  America  Calling  talk  show 

Radio  Billngue 


475  stations 

110  stations 

75%  of  Spanish- 
speaking  U.S. 

85  stations 

27  stations 

60  stations 


Breakout  Sessions 
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Outreach  Partners/Media  Outlets 


# 


NAHP.  Inc. 
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Outreach  Spokespersons/NCI 
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Outreach  Topics  -  NCI  Initiatives 


Annual  Report  to  the  Nation 
Body  &  Soul  initiative 
Special  Population  Networks 
Community  Networks  Program 
Patient  Navigator  Program 
Four  major  cancer  types 


y 
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Outreach  Topics  -  Observances/Events 


National  Minority  Cancer  Awareness  Weel<  (April) 

National  Cancer  Survivors'  Day  (June) 

Various  Cancer  Awareness  Months 

National  Health  Disparities  Summit  (CRCHD) 

Director's  speech  to  AANCART  in  Sacramento 

(2004) 

HHS  National  Leadership  Summit  on  Health 

Disparities 

Intercultural  Cancer  Council  10"'  Biennial 

Symposium  on  Washington,  D.C. 


Communicating  Disparities  to  the  Media 

!  Help  me  with  my  Editor ...  What's  the  point? 
What's  compelling'? 

<  Put  it  in  larger  context-  how  does  this  impact  the 
rest  of  society?  Make  it  more  than  about  one  race, 
one  ethnicity 

Look  to  radio  -  number  one  medium 

Clearly  show  and  explain  disparity 

Give  concrete  examples  of  the  disparity  {faces  - 
communities  -  situational  examples) 


Working  Specifically  with  the  Minority  Media 

Identify  and  get  buy-in  from  top  leadership  of  media 
organizations 

Link  your  work/efforts  to  their  mission  -  we're  both 
reaching  out  to  the  underserved  (moral  appeal) 

Demonstrate  added  value  of  having  relationship  with 
official  cancer  source 


Specific  to  cancer  centers:  you're  a  local  community 
resource/commodity  for  minority  population 
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What  You  Can  Do  -  Possible  Approaches 

•    Create  roster  of  spokespersons  from  your  center  who 
can  talk  about  disparities  and  minority  outreach 


Offer  minority  spokespersons  and  spokespersons 
working  on  disparities  to  NCI  for  joint  outreach 

Inform  NCI  of  news  or  features  that  might  interest 
minority  audiences;  perhaps  we  could  collaborate  with 

you 

Become  regular  sources  for  local  media  and  minority 
media  on  disparities  and  cancer,  race  and  ethnicity  - 
proactive  and  reactive 

Gather  your  stories  and  strateqize  on  how  to  '1eH"  them 

in  a  culturally  appealing  and  culturally  sensitive  way 
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Richard  E.  Manrow,  Ph.D. 

Associate  Director,  Office  of  Cancer  Content  Management 
Office  of  Communications,  National  Cancer  Institute 


Dr.  Richard  E.  Manrow  was  born  in  Tokyo, 
Japan,  in  1948.  He  received  a  B.S.  in  biology 
in  1970  from  Creighton  University  in  Omaha, 
Nebraska;  an  M.S.  in  biology  in  1973  from  San 
Diego  State  University;  and  a  Ph.D.  in  biology 
in  1981  from  Johns  Hopkins  University  in  Balti- 
more, Maryland.  He  was  a  postdoctoral  fellow 
and  instructor  in  microbiology  at  the  University 
of  Massachusetts  Medical  Center  in  Worces- 
ter from  mid-1981  through  1987,  a  senior  staff 
fellow  in  NCI's  Laboratory  of  Biochemistry 
from  1988  to  mid-1993,  and  then  a  special 
expert  in  molecular  biology  in  NCI's  Laboratory 
of  Pathology  from  mid-1993  through  1994.  His 
postgraduate  research  focused  on  gene  activ- 
ity in  normal  development  and  in  normal  and 
malignant  cells. 


In  1995,  he  joined  the  staff  of  the  Journal  of  the 
National  Cancer  Institute  as  a  senior  editor  and, 
in  1998,  was  appointed  Managing  Editor  of  the 
Journal.  In  late  1999,  he  joined  the  International 
Cancer  Research  Databank  Branch  (ICRDB) 
in  NCI's  Office  of  Communications  (OC)  to  help 
manage  the  Institute's  Physician  Data  Query 
(PDQ®)  cancer  information  database.  He  was 
named  chief  of  ICRDB  in  early  2002  and,  in  June 
2005,  was  appointed  associate  director  of  OC's 
Office  of  Cancer  Content  Management,  where 
he  continues  to  oversee  the  PDQ  database  in 
addition  to  overseeing  the  development  of  most 
of  the  cancer  information  products  produced 
and  disseminated  by  OC.  Dr.  Manrow  is  also  the 
Managing  Editor  of  NCI's  award-winning  Web 
site,  www.cancer.gov. 


Rose  Mary  Padberg,  R.N.,  M.A. 

Chief,  Cancer  Education  Branch 

Office  of  Education  and  Special  Initiatives,  National  Cancer  Institute 


Currently  serving  as  Chief  of  the  Cancer 
Education  Branch,  Ms.  Rose  Mary  Padberg 
has  been  with  NCI  since  1991.  The  Cancer 
Education  Branch  of  the  Office  of  Education 
and  Special  Initiatives  (OESI)  is  responsible 
for  developing,  promoting,  and  evaluating 
cancer  education  programs  and  resources  for 
cancer  patients  and  the  general  public.  OESI 
collaborates  with  professional,  advocacy,  and 
community  groups  to  identify  needs,  develop 
programs  and  materials  to  address  needs, 
and  effectively  disseminate  information  to  the 
target  audiences.  OESI  is  particularly  focused 
on  public  and  professional  understanding  of 


evidence-based  practices  and  on  overcoming 
health  disparities. 

Prior  to  her  position  with  OESI,  Ms.  Padberg 
served  in  the  Division  of  Cancer  Prevention 
working  with  large-scope  national  clinical  trial 
efforts  to  identify  effective  interventions  for  can- 
cer prevention.  Ms.  Padberg  has  an  extensive  ca- 
reer as  a  nurse  clinician  with  more  than  20  years 
working  in  oncology.  She  has  presented  and 
written  widely  on  patient  education  and  bioeth- 
ics  issues  related  to  clinical  trial  human  subject 
risk,  informed  consent  for  participation  in  clinical 
research,  and  patient  information  confidentiality. 
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"  ^  Louise  Cunningham,  M.P.H. 

■  "^  Public  Health  Educator 

■  -^  Office  of  Education  and  Special  Initiatives,  National  Cancer  Institute 

^  ^"  "5  Ms.  Louise  Cunningham  is  a  public  health  edu-        focus  has  been  on  advanced  and  recurrent 

^  V  m^  cator  in  NCI's  Office  of  Education  and  Special          cancerpatients,  family  caregiver  issues  across 

1    Jl  Initiatives.  Her  specialty  area  is  patient  and  the  cancer  continuum,  and  palliative  care  and 

■  jHr  —^  family  education.  Ms.  Cunningham's  recent             end-of-life  issues. 
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Bridging  Gaps  Through  Information 
and  Partnerships 


Rose  Mary  Padberg  RN.  MA 

Office  of  Education  &  Special  Initiatives 

Rictiard  E  Manrow,  PhD 
Office  of  Communications 

Louise  Cunningham,  MPH 

Office  of  Education  &  Special  Initiatives 

DCLG  Summit 
June  19-20,  2006 


Guiding  Principles  for  NCI  Materials 

Content 

■  Scientifically  accurate 

•  Research-driven,  evidence-based 

■  Include  clinical  trials  information 

■  Tailored  (easy-to-read,  culturally  appropriate, 
multilingual,  low  literacy) 

Dissemination 

•  Partnerships  with  advocacy,  government,  and 
professional  organizations 


!    Needs 
Assessment 


Jf  Assessment  "v»^^ 


t: 


Promotion  & 
Dissemination 


OESI 
Materials 
Development 
Process 


Product  Testing 
S  Expert  Review 


Adapting  a/o  Disseminating 
Evidence-Based  Research 
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What  is  Body  &  Soul? 


Body&Sotd 


A  wellness  program  for 
African  American  churches 
A  dissemination  channel 

•  Provides  expert  information 

NCI,  CDC,  ACS 

•  To  a  targeted  community 

African  Americans 
■  Through  a  trusted  community  organization 
African  American  Churches 


What  does  Body  and  Soul  Do? 


Empowers  church  members  to  become  healthier 

Encouraging  church  members  to  eat 

a  diet  rich  in  fruits  and  vegetables 

Achieves  success  through:  '"i'SsESiS?" 

■  Pastoral  leadership 

"  Educational  activities 

■  An  environment  that  supports  healthy  eating 

■  Peer  counseling 


Body  &  Soul 

Self-Sustaining  Dissemination  Channel 
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V. 


Clinical  Trials  Education 


Over  20  clinical  trials  educational  resources  for 

■  Cancer  advocates 

■  Patients 

•  Health  care  professionals 

■  Outreach  workers,  educators 

■  General  public 

"Train-the-Trainer"  program 

■  Resources  for  varied  audiences 

•  Allows  for  targeted  education 
and  outreach  programs 


What's  included? 


Workbooks 

Booklets 

Brochures 

Videos 

Slide  presentations 

Web-based  course 


Breast  Cancer 
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English,  Vietnamese,  &  Spanish 
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Palliative  Care  Materials 
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NCI  Drug  Dictionary:  Oxaliplatin  (Full) 
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Clinical  Trials  Basic  Search 
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Clinical  Trials:  Advanced  Search  (Cent.) 
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Office  of  Liaison  Activities  and  the  Role  of  Advocates  at  NCI 


Ms.  Brooke  Hamilton 
Ms.  Barbara  Guest 
Ms.  Jennifer  Fritz 
Mr.  James  Hadley 
Ms.  Anne  Willis 
Ms.  Jane  Jacobs 
Ms.  Elizabeth  Neilson 
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Brooke  Hamilton 

Acting  Director,  Professional  Societies  Liaison 
Office  of  Liaison  Activities,  National  Cancer  Institute 


Ms.  Brooke  Hamilton  has  been  the  Acting 
Director  of  OLA  since  March  2005.  A  three-time 
melanoma  survivor,  Ms.  Hamilton  has  brought 
a  unique  blend  of  personal  cancer  experience 
and  knowledge  of  the  research  process  to  OLA 
since  joining  NCI  in  2001.  Ms.  Hamilton  was 
previously  a  doctoral  student  in  applied  social 
psychology  at  George  Washington  University 


(GWU),  where  her  research  interests  were  in 
behavioral  health  psychology  and  cancer.  Ms. 
Hamilton  was  also  a  summer  research  associ- 
ate at  the  Center  for  the  Advancement  of  Health 
and  was  a  teaching  assistant  at  GWU.  She 
graduated  magna  cum  laude  from  Randolph- 
Macon  College  in  Ashland,  Virginia,  in  1996, 
with  a  B.A.  in  psychology  and  English. 


Barbara  Guest,  M.P.H.,  M.S.W. 

DCLG  Executive  Secretary 

Office  of  Liaison  Activities,  National  Cancer  Institute 


Ms.  Barbara  Guest's  career  has  been  devoted 
to  working  in  health-related,  community-based 
organizations  and  public  agencies.  She  began 
as  DCLG  Executive  Secretary  in  spring  2006. 
Previously,  Ms.  Guest  worked  in  NCI's  Division 
of  Cancer  Control  and  Population  Sciences 
in  the  Epidemiology  and  Genetics  Research 
Program  as  a  Program  Analyst.  She  joined  the 
U.S.  Department  of  Health  and  Human  Ser- 
vices in  1998  as  a  Presidential  Management 
Intern.  Prior  to  government  service,  she  was  an 
administrator  at  North  General  Hospital  and  a 


Program  Analyst  in  the  New  York  City  Health 
and  Hospitals  Corporation.  For  more  than  three 
years,  she  was  the  Executive  Director  of  the 
Hartford  Community  Mental  Health  Center. 
Ms.  Guest  was  appointed  to  the  New  York  City 
Board  of  Health  and  served  as  a  member  from 
1984  to  1988.  She  is  an  active  member  of  the 
Metropolitan  Washington  Public  Health  Asso- 
ciation, a  local  affiliate  chapter  of  the  American 
Public  Health  Association.  She  holds  an  M.P.H. 
from  Columbia  University  and  an  M.S.W.  from 
the  University  of  Maryland,  Baltimore. 
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Jennifer  Fritz,  M.S.W. 

NCI  Listens  and  Learns  Coordinator 

Office  of  Liaison  Activities,  National  Cancer  Institute 


r 


As  the  NCI  Listens  and  Learns  coordinator, 
Jenny  works  closely  with  the  DCLG  to  maintain 
and  improve  NCI's  online  forum.  Designed  to 
facilitate  dialogue  among  NCI,  cancer  advoca- 
cy organizations,  and  members  of  the  general 
public,  NCI  Listens  and  Learns  was  developed 
to  enhance  collaboration  and  communication 
between  NCI  and  the  cancer  advocacy  com- 
munity. Previous  to  her  current  position,  Jenny 
was  an  NCI  Health  Communications  Intern.  Pri- 
orto  hertime  at  NCI,  Jenny  was  a  member  of 
the  Patient  and  Family  Education  and  Support 


Services  team  atthe  Barbara  Ann  Karmanos 
Cancer  Institute  in  Detroit,  Michigan,  where 
she  functioned  as  a  liaison  among  patients, 
family  members,  and  health  care  providers. 
She  has  many  experiences  working  with 
diverse  patient  populations  and  has  provided 
Spanish  translation  services  to  some  of  these 
patients.  Jenny  received  her  M.S.W.  from  the 
University  of  Michigan  School  of  Social  Work, 
and  she  holds  a  B.A.  in  psychology  with  an 
emphasis  in  child  development  and  a  B.A.  in 
Spanish  from  Miami  University  in  Oxford,  Ohio. 


r" 


Mr.  James  Hadley  is  the  OLA  Advocacy  Program 
Manager.  He  came  to  NCI  from  the  National 
Institute  of  Allergy  and  Infectious  Diseases, 
where  he  was  the  Public  Liaison  Officer  in  the 
Office  of  Communications  and  Public  Liaison. 
Mr.  Hadley  completed  the  NIH  Cadre  Manage- 
ment Program  in  2000.  The  highly  competitive 


18-month  program  provides  leadership  training 
and  developmental  opportunities.  He  received 
a  bachelor's  degree  in  journalism  from  San 
Jose  State  University  in  California  and  earned  a 
master's  degree  in  mass  communications  from 
Howard  University  in  Washington,  D.C. 
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James  Hadley,  M.A. 

Advocacy  Program  Manager 

Office  of  Liaison  Activities,  National  Cancer  Institute 
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Anne  Willis,  M.A. 

Advocacy  Program  Fellow 

Office  of  Liaison  Activities,  National  Cancer  Institute 


Ms.  Anne  Willis  began  in  OLA  as  a  Health 
Communications  Intern  and  continues  with 
a  focus  on  the  Advocacy  Outreach  program. 
Her  main  project  has  been  helping  the  DCLG 
plan  and  promote  the  Listening  and  Learning 
Together:  Building  a  Bridge  of  Trust  Summit  for 
advocates.  She  also  assists  in  the  development 
of  material  for  the  OLA  Web  site,  supports  the 
communication  and  outreach  efforts  of  various 


advocacy  organizations,  and  further  develops 
the  online  database  of  cancer  advocacy  orga- 
nizations. Ms.  Willis  received  her  undergradu- 
ate degree  in  radio,  television,  and  film  from  the 
University  of  Texas  at  Austin  and  recently  com- 
pleted her  master's  degree  in  communication 
from  Auburn  University.  She  previously  worked 
for  the  Cystic  Fibrosis  Foundation,  where  she 
assisted  in  fundraising  and  event  planning. 


Jane  Jacobs,  M.S. 

Program  Development  Manager 

Consumer  Advocates  in  Research  and  Related  Activities  (CARRA) 

Office  of  Liaison  Activities,  National  Cancer  Institute 


Ms.  Jane  A.  Jacobs  leads  the  strategic  growth 
and  development  of  the  CARRA  program, 
identifying  and  fostering  opportunities  where 
increased  inclusion  of  consumer  advocates  will 
bring  value-added  expertise  to  NCI's  scientific 
and  communications  activities.  She  also  man- 
ages CARRA  recruitment  and  collaborates 
across  NIH  and  with  non-government  organi- 
zations to  continuously  improve  ways  that  the 


perspective  of  those  affected  by  cancer  and 
other  diseases  can  be  included  in  research. 
Her  experience  includes  program  development 
and  management  positions  in  four  other  NIH 
institutes,  as  well  as  health  education  and 
liaison  work  in  the  private  sector.  Ms.  Jacobs 
received  a  B.S.  in  psychology  and  an  M.S.  in 
education  from  the  University  of  Pennsylvania. 
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Elizabeth  Neilson,  M.P.H.,  M.S. 

Program  Coordinator 

Consumer  Advocates  in  Research  and  Related  Activities  (CARRA) 

Office  of  Liaison  Activities,  National  Cancer  Institute 

Ms.  Elizabeth  Neilson  is  OLA's  primary  contact  to  promote  cervical  and  breast  cancer  screen- 

for  issues  regarding  current  CARRA  members,  ing  among  rarely  and  never  screened  women 

program  orientation  and  training,  and  staff  using  evidence-based  interventions.  She  received 

requests  for  consumer  involvement  in  NCI  a  B.S.  in  nursing  from  Emory  University  as  well 

activities.  In  addition,  she  serves  on  the  steering  as  an  M.P.H.  and  M.S.  in  nursing  from  Johns 

committee  for  TEAM  Up,  a  national  partnership  Hopkins  University. 
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Office  of  Liaison  Activities 

http://la.cancer.gov 
Involving  Advocates  at  NCI 

Listening  and  Learning  Together: 
Building  a  Bridge  of  Trust 

June  20,  2006 


How  can  you  become  Involved? 


Attend  a  DCLG  meeting  to  provide  public 

comment. 

Respond  online  to  the  NC\  Listens  and 

Learns  discussion  topic. 

Apply  to  become  a  CARRA  member  in  the 

future. 

Sign-up  to  receive  the  biweekly  OLA 

Nealon  Digest. 

Call  in  to  learn  more  during  the  monthly 

Understanding  NCI  teleconferences. 


NCI  Director's  Consumer  Liaison  Group  (DCLG) 

W 

NCI  Director's 

Consumer 

Liaison 

Group 

http;//la.cancer.gov/dclg.html          ^ 
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NCI  Director's  Consumer  Liaison  Group  (DCLG) 

•  Established  in  1997  as  the  first  all-consumer 
advisory  committee  at  the  NIH 

•  15  consumers  selected  through  an  annual, 
national  nomination  and  review  process 

•  Makes  recommendations  to  the  Director  of  NCI 
from  the  consumer  advocate  perspective  on  a 
wide  variety  of  issues,  programs,  and  research 
priorities. 

•  Governed  by  the  Federal  Advisory  Committee 
Act  -  allows  recommendations  to  NCI  as  a 
group 

•  DCLG  Executive  Secretary:  Barbara  Guest  ' 


NCI  Director's  Consumer  Liaison  Group  (DCLG) 

•  Listening  &  Learning  Together:  Building  a 
Bridge  of  Trust 

-  Hosting 

-  Planning  Committee 

-  Evaluation 

•  Hosts  of  the  Town  Hall  forum 

•  NCI  Listens  &  Learns  website  oversight 

•  IVlake  formal  recommendations  to  NCI  Director 
on  cross-cutting  issues  important  to  the 
advocacy  community. 


NCI  Listens  &  Learns 
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NCI  Listens  and  Learns  -  ncilistens.cancer.gov 


NCI  Listens  and  Learns  is  an  online  pilot 

project. 

Register  as  an  advocacy  organization 

spokesperson  or  as  a  member  of  the  Public. 

Comment  on  NCI  discussion  topics  such  as 

nanotechnology,  biorepositories,  health 

disparities  research,  etc. 

Read  the  NCI  response  to  comments. 

NCI  Listens  &  Learns  Coordinator: 

Ms.  Jenny  Fritz  or  ncilistens@mail.nih.gQv 


2006  Patient  Advocacy  Summit 


2006  Patient  Advocacy  Summit 

Listening  and  Learning  Togettier:  Building  a  Bridge 
of  Trust 

300  representatives  from  all  segments  of  the 
cancer  community 
Partnership  between: 

-  NCI's  Office  of  Liaison  Activities  (OLA) 

-  NCI  Director's  Consumer  Liaison  Group  (DCLG) 

-  many  other  NCI  offices  &  divisions 

-  Advocacy  Community 
THANK  YOU  for  being  here! 
http://wvw.palladianpartners.com/NCISummit2O06/ 
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Outreach  to  cancer-related 
advocacy  community 

Bi-weekly  electronic  newsletter  -  a  digest  of 

relevant  Federal  cancer  news  from  tfie  last  2 

weeks  -  NCI  Nealon  Digest 

Understanding  NCI:  Teleconference  Series 

Hot  Topic  E-mail  alerts  &  Teleconferences 

Responses  to  Inquiries 

Meetings  with  advocacy  groups  and  leadership 

Internal  Communications  Database  of  Advocacy 

Organizations 

NCI's  Public  Liaison  Officer  -  James  Hadley 


CARRA  Program 


Consumer 

Advocates 

In 

Research 

And 

Related 

Activities 


People  who  are  affected  by  cancer 
and  involved  with  an  advocacy 
organization 

-  Review  research  applications 

-  Participate  in  science  meetings 

-  Serve  on  committees 

-  Work  in  new  scientific  areas 

-  Conduct  usability  testing 

-  Develop  educational  matenals 

•  Attend  workshops  &  other  c^cer 
research  activities 
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CARRA  Program 

Consists  of  approximately  200  individuals  (CARRA 
members)  from  many  different  cancer  types,  age  groups, 
and  ethnic  groups  across  the  nation,  selected  in  an 
application  process 

CARRA  members  work  with  NCI  scientists,  education  and 
communications  staff,  and  program  staff  on  a  wide  range  of 
NCI  activities  -  on  a  one  time  or  ongoing  basis 

CARRA  members  represent  the  collective  viewpoint  of 
people  affected  by  cancer  (i.e.  patients,  survivors,  family 
members,  caregivers)  -  with  no  personal  or  organizational 
agenda 

CARRA  members  also  serve  as  two-way  information  links 

between  their  own  cancer-related  networks  and  NCI     '' 


QUESTIONS? 

Office  of  Liaison  Activities 
NCI  Director's  Consumer  Liaison  Group  (DCLG) 

-  Attend  a  meeting,  provide  public  comment 

NCI  Listens  and  Learns  -  ncilistens.cancer.gov 

-  Register  and  participate  in  online  discussion 
June  IS'"  &20"' Summit 

-  Thanks  for  coming! 
Advocacy  Outreach 

-  Sign  up  for  the  e-news 

-  Learn  more  dunng  a  teleconference 
Consumer  Advocates  in  Research  and  Related 
Activities  (CARRA)  program 

-  Apply  to  be  a  member  -4 
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Agenda  At  A  Glance 

3:00-4:1 5  p.m.  NCI  Health  Disparities  Research:  Making  a  Difference  to  Bridge  the  Gap 

4:15-4:30  p.m.  Q&A 

4:30-4:45  p.m.  Break 

4:45-5:10  p.m.  Closing  Remarks 

5:10-5:30  p.m.  Q&A 

5:30-6:00  p.m.  Closing  Ceremony 


Tuesday,  June  20  PM 


NCI  Health  Disparities  Research:  Making  a  Difference  to  Bridge  the  Gap 


Dr.  MarkClanton 


Dr.  Claudia  R.  Baquet 


Dr.  Jeffrey  Henderson 


Dr.  Elmer  E.  Huerta 


Dr.  Grace  Ma 
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Mark  Clanton,  M.D.,  M.P.H. 

Deputy  Director,  Cancer  Care  Delivery  Systems 
Deputy  Director,  National  Cancer  Institute 


Dr.  Mark  Clanton  is 
Deputy  Director  of  NCI, 
and  he  leads  the  NCI's 
initiatives  in  cancer 
care  delivery  systems. 
Dr.  Clanton's  NCI  port- 
folio includes  NCI's 
Offices,  Centers,  and 
divisions  with  a  focus  on 
cancer  prevention,  both 
national  and  international  cancer  control,  and 
health  services  research.  Dr.  Clanton's  principal 
efforts  focus  on  applying  systems  thinking  to 
increase  NCI  impact  on  quality,  cost,  and  reim- 
bursement of  cancer  care  as  well  as  reduction 
of  cancer  health  disparities. 

Dr.  Clanton  also  leads  the  trans-NCI  strategic 
scientific  planning  and  prioritization  process.  To 
promote  Institute-wide  scientific  priorities,  he 
leads  the  design  and  implementation  of  trans- 
NCI  Integration  and  Implementation  Teams, 
producing  coordinated,  integrated  plans  in  the 
areas  of  advanced  imaging,  bioinformatics,  and 
lung  cancer. 

Dr.  Clanton  was  appointed  in  2004  by  Director 
General  Lee  Jong-wook  to  the  World  Health 
Organization's  CancerTechnical  Group,  which 
is  charged  with  writing  the  first  Global  Cancer 
Control  Plan.  Dr.  Clanton  also  currently  leads 
the  NCI  effort  to  collaborate  with  the  Interna- 
tional Atomic  Energy  Commission  Programme 
of  Action  for  Cancer  Therapy. 

In  2005,  Dr.  Clanton  received  the  Secretary's 
Distinguished  Service  Award  (U.S.  Department 


of  Health  and  Human  Services)  and  the  Na- 
tional Institutes  of  Health  Director's  Award  of 
Merit  for  his  work  in  his  first  year  of  federal 
service.  Dr.  Andrew  von  Eschenbach  awarded 
Dr.  Clanton  the  NCI  Director's  Certificate  of  Ap- 
preciation for  his  leadership  of  the  100-person 
NCI  Hurricane  Katrina  disaster  response  team. 

Prior  to  joining  federal  service,  Dr.  Clanton 
was  the  Chief  Medical  Officer  of  BlueCross 
BlueShield  of  Texas,  the  state's  largest  health 
plan.  His  executive  responsibilities  included 
leading  the  pharmacy  drug  program  for  more 
than  1  million  members  and  supervising  new 
medical  technology  evaluation  and  medical  poli- 
cy development  for  3  million  Texans.  In  conjunc- 
tion with  the  Harvard  University  School  of  Public 
Health,  Dr.  Clanton  introduced  the  first  federally 
funded  health  services  research  program  to  the 
health  plan.  In  1998,  Dr.  Clanton  was  [became?] 
Vice  President  of  Managed  Care,  the  first  Afri- 
can American  to  become  a  vice  president  of  the 
Texas  BlueCross  organization. 

As  an  18-year  volunteer  with  the  American 
Cancer  Society  (ACS),  Dr.  Clanton  has  provided 
important  national,  statewide,  and  local  stra- 
tegic leadership  through  numerous  positions 
including  the  National  Board  of  Directors.  Dr. 
Clanton  was  President-Elect  of  ACS  prior  to 
accepting  the  deputy  director  position  at  NCI. 
Dr.  Clanton  received  his  undergraduate  degree 
from  Howard  University,  his  medical  degree 
from  Tulane  University  Medical  School,  his 
pediatric  training  at  Baylor  Pediatric  Residency 
Program  in  Houston,  Texas,  and  his  M.PH.  from 
Harvard  University  School  of  Public  Health. 
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Claudia  R.  Baquet,  M.D.,  M.P.H. 

AssQCiate  Dean,  Policy  and  Planning 

Profbssor,  Medicine  and  Epidemiology  and  Preventive  Medicine 

Director,  Center  for  Health  Disparities 

University  of  Maryland  School  of  Medicine 


As  Associate  Dean 
for  Policy  and  Plan- 
ning at  the  University 
of  Maryland  School  of 
Medicine,  Dr.  Claudia  R. 
Baquet  serves  as  an  ad- 
vocate for  better  health 
care,  including  issues 
relating  to  health  needs 
and  models  for  under- 
served  communities,  telemedicine,  and  rural 
health  initiatives.  Dr.  Baquet  also  serves  as  the 
Director  of  the  Maryland  Area  Health  Education 
Center  Program,  the  Center  for  Health  Policy/ 
Health  Services  Research,  and  the  Center  for 
Health  Disparities.  In  2003,  she  became  Director 
of  the  University  of  Maryland  Comprehensive 
Center  for  Health  Disparities  Research,  Training, 
and  Outreach.  Dr.  Baquet  seeks  to  reduce  and 
eventually  eliminate  health  disparities. 

In  2002,  Dr.  Baquet  served  as  the  Chair  of  the 
Governor's  Commission  for  the  Prevention  of 


Infant  Mortality  and  received  the  Governor's 
Citation  for  the  reduction  of  the  Maryland  infant 
mortality  rate.  She  was  also  formally  recog- 
nized by  the  Maryland  Senate  for  her  work  to 
reduce  cancer  disparities  and  most  recently  for 
her  long-standing  commitment  to  the  communi- 
ty. Dr.  Baquet's  recent  awards  include  the  NIH 
Dr.  Martin  Luther  King,  Jr.  Special  Award  for 
Closing  the  Health  Gap  in  the  Communities  We 
Serve,  the  American  Public  Health  Association 
2005  David  P.  Rail  Award  for  Advocacy  in  Public 
Health,  and  the  National  Medical  Association 
Council  on  Concerns  for  Women  Physicians 
Research  Award. 

Dr.  Baquet  received  her  M.D.  in  1977  from 
Meharry  Medical  College  in  Tennessee  and  her 
M.P.H.  in  epidemiology  in  1983  from  Johns  Hop- 
kins University  School  of  Hygiene  and  Public 
Health.  She  conducted  her  residency  in  pathol- 
ogy at  St.  Louis  University  and  Wadsworth 
Veterans  Administration  Hospital. 
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NCI  Health  Disparities  Research: 

Making  a  Difference  to 

Bridge  the  Gap 

Claudia  R  Baquet,  MD,  MPH 

Associate  Dean,  Policy  and  Planning 

Professor  of  Medicine 

Professor  of  Epidemiology  and  Preventive  Medicine 

Director,  UM  P60  NCMHD  Export  Center  (grant  number) 

PI  Maryland  CNP  (grant  number) 


NatFonat  Cancer  institute  s  fNCI) 

Directors  Consumer  Liaison  Group  (DCLG) 

Listening  and  Learning  Together  Building  a  Bridge  of  Trust 

June  19-20,  2006 


Overview 

Overview:  Building  trust,  fostering  health 
and  research  literacy  and  bridging  the  gap 
Models 

-  Maryland  Special  Population  Research  Network 

•  Best  Practice  HHS 

-  U56  and  P60  NIH  NCMHD  Export  Center 

•  Mini  medical  school 

•  Fostering  community  "research  literacy" 

-  UMSHN 

•  Telemedicine 

•  Community-academic  research  partnerships 

•  Policy  research  and  science-guided  advocacy 
-MRCNCNP 


Cancer  Disparities  in  Maryland 

Maryland  ranks  11th  nationally  in  cancer  monalily. 

There  is  an  unequal  bur(Jen  of  cancer  in  Maryland  s  minority  and  ajral 
underserved  populations 

-  Blacks  are  mote  likely  lo  dewelop  cancer  than  wiiites  tor  all  cancer  sites  except 
lemaie  brejsl 

-  Age-ad|usted  mortairty  rates  for  black  mates  are  substantially  higher  than  whites  in 
Maryland  as  v^eli  as  higher  than  NCI  SEER  mortality  for  black  males 

-  Age-adjusted  mortality  rates  for  all  sites  are  higher  in  Baltimore  Citv  the  Baltimore 
Metro  Region  rural  Eastern  Shore  and  rural  Soulhem  Maryland  reqions  than  in  the 
state  as  a  whole 

-  Whites  have  a  higher  proportion  of  locatizefJ  disease  at  diagnosis  compared  to 
blacks,  whereas  Blacks  are  proportionally  more  likely  to  be  diagnosed  at  regional 
and  distant  stages  of  disease 

-  Substantial  cancer  health  dispanlies  exist  among  Maryland's  Amencan  Indian 
Native  population  Asians  and  Lahnos  as  welt 

In  addition,  minority  populations  have  been  historically,  and  continue  lo  t>e, 
under-represented  in  cancer  research,  particularly  prevention  research, 

htarylandOcpETtnKiuctHeaJth^ndhlMi^K/^Knc.MayiandCancc-'Roamrv:  K^ryUiKsDeiKsnmenfotHeenheralMciMal 
iTy!|ien*  Famdy  Heallli  Ailnwitaaslloii.  LiKrtei  (oi  Cwicftt  .Saiv*i»fKM  snil  C(»^rol,  tRaifiHSJttifa.SSlflJIi.'luKSSBfi! 

iavl  Mon^jy  AnniKc  Rcaon  MMvtJi>dDeMrtincnl  o<  Hett'Uiff-dMtiWd^tyaicno,  Maryland  Ca.-Kfifn-jg.-sfry  2001 
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Maryland  Special  Populations  Cancer 
Research  Network  (MSPN) 

MSPN 

-  One  of  the  18  National  Cancer  Institute 

(NCI)  supported  networks  (grant  number 

5U01CA86249) 
-2000-2005 
-A  statewide  infrastructure  covering  the 

Maryland's  23  jurisdictions  and  Baltimore 

City  through  formal  partnerships  in  each 

region. 


MSPN  Objectives 

Build  network  infrastructure 

Establish  cancer  research  priorities  and  plan 

collaborative  pilot  projects 

Develop  competitive  grant  applications  from 

pilot  projects  and  other  activities 

Promote  training  opportunities  for  minority 

researchers  and  students 

Establish  academic/community  and  clinical 

partnerships  to  support  enhanced  participation 

in  research,  .a  great  success!!! 


Maryland  Special  Populations 
Cancer  Research  Network  (MSPN) 

Rationale 

•  Significant  racial/ethnic  and  geographic  cancer  disparities  exist  in 
Maryland 

•  Representation  of  urban  underserved  rural.  African  Americans  and 
Native  Americans  in  cancer  clinical  trials  is  poor 

•  Low  participation:  may  contribute  to  cancer  survival  and  mortality  rate 
disparities  seen  in  Itiese  populations 

•  MSPN  outcomes  increased  the  availability  of  and  patient  accrual  in 
cancer  tnals  on  the  rural  Eastern  Shore 

Objectives 

•  Build  network  infrastructure 

•  Identify  cancer  dispanties  and  opportunities  for  elimination  of  disparities 

•  Establish    community/academic    and    clinical    partnerships    to    support 
enhanced  participation  in  research 

•  Foster  community  support  and  initiation  of  health  disparities  research 

•  Influence  health  policies  to  address  disparities  in  health  and  clinical  thals 
participation 
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Results  of  MSPN  Support 

Extensive  experience,  resources,  and  expertise  in 
cancer  research  and  career  development 

-  MSPN  pilot  projects  funded  at  UMSOM 

-  Grant  writing  workshops  sponsored  for  faculty  and 
comnnunity  partners 

-  Community  driven  research  hypotheses 

-  Numerous  scientific  papers  published 

Demonstrated  commitment  to  and  expertise  in 
addressing  cancer  disparities  in  Maryland 

-  Development  of  Governor's  Conference  on  Cancer 
Disparities 

-  Appointment  as  Chair  of  the  Maryland  State  Cancer 
Control  Plan  Chapter  on  Cancer  Dispanties  (August, 
2002-present) 


MSPN  Results  (continued) 

Well-developed  community-based  infrastructure  and 
research  Network 

-  Partnerships:  University  of  Maryland  Eastern  Shore. 
Baltimore  City,  Statewide  Native  Amencans,  Southern 
Maryland,  Eastern  Shore.Western  Maryland) 

•  Ministerial  alliances 

•  Tribal  Health  Improvement  Workgroup 

•  Broadcast  and  Print  media  (newspapers,  radio  shows, 
etc.) 

-  Steady  series  of  planning  meetings,  workshops 
and  conferences  to  identify  disparities  and 
promote  interventions 

•  Beginning  in  1999 

•  Establishment  and  appreciation  for  institutional  strengths, 
capabilities,  resources 


National  Best  Practice  Award: 

Proven  model  to  increase  cancer 

clinical  trials 

on  rural  Eastern  Shore 

Community  Clinical-Academic 
Partnership 
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Assuring  Diversity  in 
Clinical  Research  Participation 

A  national  pnonty 

African  American,  uninsured,  poor,  and  rural 

communities  have  lower  participation  rates  in 

medical  research 

Underserved  communities  experience 

substantial  health  disparities 

Congressional  Mandate  (NiHRevitaiizaiionAct) 

NIH  Public  Trust  Initiative 


Background  on  Low 
Cancer  Clinical  Trials  Participation 

Only  3-5%  cancer  patients 

Higher  participation  rates  for  privately  insured  and 

military  including  VA 

Low  participation  rates; 

-  African  Americans 

-  Low  income 

-  Uninsured 

Barriers  to  trial  participation 


Barriers  to  Clinical  Research 
Participation  (continued) 

Patient  barriers 

-  Attrtudes  on  research 

-  Mistrust  of  the  researcher 

-  Mistrusl  of  research  institution 

-  Fear 

-  Culture  and  religion 

Health  Care  Professional  barriers 

-  Lack  ol  miofmation  on  available  clinicai  studies  m  community  settings 

-  Views  regarding  research  benefits  and  risks 

~    Lack  01  undetstandmg  of  research  design  methodologies  and  requirements 

-  Lack  0*  administrative  support  and  reimbursement 

-  Fear  of  losing  patients 
Researcher  ( Investigator  barriers 

Failinp  10  mcogrizo  me  inipwlar.ce  ot  i/l>!i2ing  aitturally  sonsflivn  3ppn)5Ches 

-  FaJuri?  10  recoijnizp  (ear  or  distruM  ol  academic  insMuwms  and  researchers  by  pal/enls  a 
community 

Lac*  of  warning  m  cuftural  cnmpeleoce 

-  Lack  ol  awareness  ol  pabcnt  fear^  ^  dts 
Failure  lo  impteflvwij  participatory 

-  Poor  cofPmunohon  skills 


d  health  dispar  mes 


l>  commuiity  groups 
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Maryland  Study  on  Barriers  to 
Clinical  Trial  Participation 

Computer  Assisted  Telephone  (CATI)  survey  of 
adults  in  three  regions 

13  jurisdictions 

-  Baltimore  City,  rural  Western  Maryland,  rural 
Eastern  Shore 

Over  5100  completed  interviews 

Data  serve  as  baseline  and  guide  community 
educational  program  development 


Self-Reported  Knowledge  of  Clinical  Trials 
by  Region/Race* 

•The  study  revealed  a  significant  difference  between  wtiite  and 
black  respondents'  knowledge  of  the  concept  of  a  clinical  tnal  (when  asked 
do  you  know  what  a  clinical  trial  is') 

•Baltimore  Cify  -  54  9%  of  whites  and  24  6%  of  blacks  answered  yes 

(p<0  0001) 

•Eastern  Shore  region  -  52  0%  of  whites  and  16  7%  of  blacks  answered  yes 

{p<0  0001) 

•Western  Maryland  -  40.2%  of  whites  answered  yes  (findings  were  not 

significant) 

•80,0%  of  all  blacks  and  50  9%  of  all  whites  reported  not  knowing  what  a 
clinical  tnal  is.  (p<0  0001) 

•Over  95%  of  all  respondents  reported  their  physician  never  discussed 
clinical  research/trials 

•Differences  in  enabling  factors  and  source  of  information  on  tnals  were 
evident. 


Strategies  for  Overcoming  Barriers 
and  Increasing  Research  Participation 

Mutual  and  Equal  Partnerships  between  academic 
institutions  and  community: 

-  Baltimore  City  Models  (Times  Community  Services; 
Eastern  Shore  Oncology) 

Training  of  research  study  personnel  regarding: 

-  community  concerns 

-  culturally  sensitive  communication 

-  sharing  results 

Cover  expenses  and  outreach.  Including  offenng  travel  or 
meal  vouchers 
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Maryland  Clinical  Research 
Partnership  Model 

HHS  Committee  on  Science  and  Public 
Health:  HHS  Best  Practice  Award 

A  Model  For  Increasing  Availability  Of 
Community-Based  Cancer  Clinical  Tnals  In 
Rural  Eastern  Shore  Maryland,  September 
2004 
ASHBESTPRACTICES@LIST.NIH.GOV 

CBaquet,  MD  and  MDeShields,  MD 


MSPN  Eastern  Shore  Subcontract 

Dr  Mary  DeShields  and  Cheryle  Short,  Eastern  Shore  Oncology 

Focus:  African  American  and  rural  underserved.  community 

physicians 

Programs: 

-  Rural  community  and  health  professional  continuing  education  on 
cancer  clinical  tnals 

•  Increased  Cancer  Clinical  Tnals  Availability 

•  Trial  infrastructure  support  clinical  nurse  community  educator  and 
nurse  clinical  trial  data  manager 

-  Men  s  basketball  tournament 

-  Church  education  on  trials  and  best  practices  for  cancer  detection 
and  treatment 

Outcomes:  Increase  in  patient  accrual  to  cancer  trials; 
increased  awareness  and  knowledge. increase  in  cancer  trial 
availability  in  rural  community  settings,  successful  cancer 
cooperative  group  and  NCI  cancer  trial  audits 


Community  Clinical  Trial  Partnership  Outcomes: 
Best  Practice  Designation 

As  of  May  2006: 

a)  Over  65  patients  have  been  enrolled  in  trials  at  the  Regional  Cancer 
Center 

b)  25%  of  SELECT  patients  were  rural  African  Amencans 

As  of  May  2006 

a)  32  cancer  treatment  or  prevention  protocols  were  open  at  the  Regional 
Cancer  Center  in  Easton 

b)  16  fold  increase 

Since  the  year  2000 

a)  15  community  educational  programs  on  clinical  trials  are  conducted 
annually 

b)  over  50  CIVIE  hours  on  clinical  tnals  are  conducted  annually 

c)  over  250  health  and  allied  health  professionals  attend  the  CME-approved 
clinical  trials  conferences  and  programs  annually 

d)  weekly  presentations  are  conducted  at  tumor  board  meeting  on 
availability  of  clinical  trials  and  the  process  for  patient  referral  (video) 
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Future  Plans 

Continue  research  on; 

-  Maryland  Barriers  to  Clinical  Research  Participation 
Barriers 

-  Strategies  to  Improve  Diversity 

Faculty  and  staff  training  on  strategies  to  foster 
accrual  and  retention  of  diverse  patients 
Expand  Community  Clinical  Trials: 

-  Southern  Maryland 

-  Western  Maryland 


NCI  U56  MSI-Cancer  Center  Partnership  (U56  CA96302) 
Goals  and  Objectives 

•  Create  a  stable,  long-term  and  collaborative  Partnership 
of  mutual  benefit  betvi^een  UMES  and  UMSOM  in  cancer 
research,  training  and  outreach 

•  Foster  population-based  outreach  program  to  translate 
research  findings  and  foster  research  and  health  literacy 

•  Improve  the  effectiveness  and  breadth  of  UMES  and 
UMSOM  cancer  research  activities  designed  to  benefit 
minority  populations  and  underserved  in  Maryland 

•  Build  and  stabilize  the  independent,  competitive  cancer 
research  capacity,  cancer  research  training  and  career 
development  programs  at  UMES 


Mini  Medical  School  Program 

•  Health  Disparities  Focus 

•  Free 

•  Baltimore  City  Mini  Med  (S""  year) 

-  University  of  Maryland  School  of  Medicine 

-  Five  week  period 

-  Community  identified  health  topics 

-  Attendance  averaged  150  persons  per  session 

•  Latino  Mini  Med  en  espanol 

•  Rural  Western  Maryland  Mini  Med 

•  UMES  Rural  Mini  Med 
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University  of  Maryland  Statewide  Health 
Network  (UMSHN) 

UMSHN  Overview; 

-  UMSHN  is  a  community-based  statewide  and 
regional  infrastructure  which  supports. 

•  Delivery  of  prevention  and  control  evidence- 
based  best  practices. 

•  Faculty-community  outreach  and  research; 
and 

•  Promotion  of  participation  in  clinical  trials 


^ 
^ 
^ 


UMSHN  -  Telemedicine 


UMSHN  has  established  nearly  30  telemedicine 
linkages  throughout  Maryland  -  including  5 
telemedicine  linkages  in  community  health  centers 
in  Maryland 


Linkages  provide  access  to  UM  educational, 
clinical  and  research  resources 


Faculty  conducted  telemedicine  projects  in 
radiation  oncology,  opthalmology  and  cardiology 


^ 
^ 


UMSHN  Telemedicine/Videoconference 
Linkages  -  Unique  Infrastructure 


^•> 


<i    feij^'f^" 


MwlbrlB  KbnLoHl  Kf^tuoil  1) 


li-lcmi-difino/X'idcoconfetcnci 

nkgRcs (2S) 
(•)  rvflccl  numthir  of  ll^VVC 
linka^cN 


^ 
f- 
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UMSHN  -  Outcomes 

Community  empowerment  and  enhanced 
capacity  development 

-  Local  health  departments 

-  Faith-based 

-  FQHC 

-  CBOs 
Policy 

Leveraged  funding 
Research  and  Health  Literacy 


Leveraged  Outcomes 

Leveraged  additional  resources  to 
support  education  and  outreach  and 
research 

-  $19  million  in  federal  and  private  grants 
-$2  million  in  community  grants 


Maryland  Regional  Community 
Network  Program  (MRCN) 

Maryland  Regional  Comnnunity  Network  Program 
To  Eliminate  Cancer  Health  Disparities  in  Maryland's 
Underserved  Communities  (MRCN) 

-  NCI  supported  (grant  number  1  U01  CAl  14650) 

Mission; 

-  To  Reduce  and  Eliminate  Cancer  DJspanties  for  Maryland's 
urban  and  rural  underserved  communities  through 

•  Cornmunity-based  participatory  research  (CBPR) 

•  Evidence-based,  culturally  appropriate  community  education  and 
outreach 

•  Training  of  new  cancer  researchers 

•  Policy  research  and  science  guided  policy 
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Maryland  Regional  Community 
Network  Program  (MRCN) 

Priority  Populations  include:  African  Americans. 
Latinos.  Native  Americans.  Asians,  low-income 
whites,  rural  and  urban  populations 

Areas  of  focus  Include: 

•  cancers  of  the  female  breast,  cervix,  colon  and 
rectum,  liver  and  prostate,  as  well  as  oral 
cancer,  and 

•  risk  behaviors,  including  tobacco  cessation, 
clinical  tnals  knowledge  and  behaviors,  and  diet 
and  energy  balance 


For  Additional  Information 

University  of  Maryland  Statewide  Health  Network 

-  www  mdhealthnetwork  org 

Maryland  Special  Populations  Cancer  Research  Network 

-  htlp //mspn  umaryland  edu 

Central  Office: 

Claudia  R.  Baquet,  MD,  MPH 

-  Principal  Investigator,  Maryland  Regional  Community  Network 

-  Professor,  Medicine  and  Epidemiology  and  Preventive  H/ledicine 

-  Associate  Dean  Policy  and  Planning 

-  Director  UM  NIH  Comprehensive  Center  (Export)  for  Health 
Disparities  Research,  Outreach  and  Training 

-  E-mail.  cbagueKSsom  umaryland  edu 
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Jeffrey  Henderson,  M.D.,  M.P.H. 

President  and  CEO 

Black  Hills  Center  for  American  Indian  Health 


Dr.  Jeffrey  Henderson 
is  a  Lakota  and  enrolled 
member  of  the  Chey- 
enne River  Sioux  Tribe. 
After  graduating  from 
high  school  in  rural 
western  Wisconsin,  he 
acquired  both  his  bach- 
elor's (1985)  and  medi- 
cal (1989)  degrees  from 
the  University  of  California,  San  Diego.  After  his 
three-year  residency  in  internal  medicine  at  the 
University  of  Washington  in  Seattle,  Dr.  Hen- 
derson moved  to  Eagle  Butte,  South  Dakota, 
in  1992.  There  he  served  as  Clinical  Director  of 
the  Indian  Health  Service  (HIS)  hospital  for  two 
years.  He  returned  to  school  in  1994,  again  at 
the  University  of  Washington,  and  received  his 
M.P.H.  Following  this.  Dr.  Henderson  moved  to 
the  Black  Hills  and  worked  fortwo  more  years 
at  the  Sioux  San  IHS  hospital  before  joining  the 
Strong  Heart  Study  in  1998. 

Also  in  1998,  Dr.  Henderson  founded  the  Black 
Hills  Center  for  American  Indian  Health,  a  com- 
munity-based, non-profit  organization  whose 
mission  is  to  enhance  the  wellness  of  American 
Indians  living  on  the  Northern  Plains  through 
research,  service,  education,  and  philanthropy. 


The  Center  has  met  with  stunning  early  suc- 
cess, garnering  more  than  $13  million  through 
seven  NIH  peer-reviewed  health  research 
grants.  These  grants  are  represented  by  the 
largest  study  ever  planned  among  American 
Indians  and  Alaska  Natives:  the  EARTH  Study, 
a  prospective  study  of  the  relationship  between 
diet,  lifestyle,  and  behavior  and  the  develop- 
ment of  cancer  and  other  chronic  illnesses.  A 
second  grant  is  for  the  Stop  Atherosclerosis  in 
Native  Diabetics  Study  (SANDS),  a  first-ever 
American  Indian  multicenter  clinical  trial  to 
prevent  cardiovascular  disease  among  Ameri- 
can Indians  with  diabetes  through  intensive  risk 
factor  lowering.  A  third  grant  examines  Lakota 
Sioux  attitudes  toward  participation  in  health- 
related  research  on  all  three  tribal  colleges  in 
western  South  Dakota.  Other  grants  involve 
exploring  contextual  issues  in  traditional  Lakota 
healing,  digital  images  for  the  determination  of 
eye  disease  in  persons  with  diabetes,  and  envi- 
ronmental justice  education/outreach  efforts. 

When  not  working,  Dr.  Henderson  can  be  found 
spending  time  with  his  wife,  four-year-old 
daughter,  and  two-year-old  son;  dancing  and 
singing  at  pow-wows;  riding  his  bicycle;  mo- 
torcycling; golfing;  and  hiking  throughout  the 
Black  Hills. 
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Black  Hills  Center  for  American  Indian  Health 

Research  Portfolio 

Home  to  nine  DHHS/NIH  peer-reviewed  health 

research  grants  totaling  $13  million 
I.     Education  and  Research  Towards  Health  (EARTH 

Study) -NIH/NCI 
!.     Native  American  Research  Centers  for  Health: 

Lakota  Center  for  Health  Research  - 

NIH/NIGMS/IHS 
i.     Stop  Atherosclerosis  Among  Natives  with  Diabetes 

(SANDS  Study)  -  NIH/NHLBI 


Black  Hills  Center  for  American  Indian  Health 

Research  Portfolio 

4.  Project  Export  -  NIH/NCMHHD 

5.  Minority  Research  Infrastructure  for  MT/WY  Tribes 
-  DHHS/AHRQ 

6.  Environmental  Justice  on  Cheyenne  River - 
NIH/NIEHS 

7.  Contextual  issues  in  traditional  Lakota  healing 

8.  Southwest  Navajo  Tobacco  Education  and 
Prevention  Project  -  DHHS/CDC 

9.  Regional  Native  American  Community  Networks 
Program  -  NIH/NCI 


Black  Hills  Center  for  American  Indian  Health 

Research  Portfolio 

BHCAIH  has  consented  more  than  6,000  American 
Indians  Into  its  various  studies  In  the  past  30 
months 

An  example... 


cr^ 


(1 


16  Listening  and  Learning  Together:  Building  a  Bridge  of  Trust 


Black  Hills  Center  for  American  Indian  Health 

Research  Portfolio 

Home  to  nine  DHHS/NIH  peer-reviewed  liealth 
research  grants  totaling  $13  million 

1.  Education  and  Research  Towards  Health  (EARTH 
Study)  -  NIH/NCI 

2.  Native  American  Research  Centers  for  Health: 
Lakota  Center  for  Health  Research  - 
NIH/NIGMS/IHS 

3.  Stop  Atherosclerosis  Among  Natives  with  Diabetes 
(SANDS  Study)  -  NIH/NHLBI 


Black  Hills  Center  for  American  Indian  Health 

Research  Portfolio 

4.  Project  Export  -  NIH/NCMHHD 

5.  Minority  Research  Infrastructure  for  WIT/WY  Tribes 
-  DHHS/AHRQ 

6.  Environmental  Justice  on  Cheyenne  River  - 
NIH/NIEHS 

7.  Contextual  issues  in  traditional  Lakota  healing 

8.  Southwest  Navajo  Tobacco  Education  and 
Prevention  Project  -  DHHS/CDC 

9.  Regional  Native  American  Community  Networks 
Program  -  NIH/NCI 


Black  Hills  Center  for  American  Indian  Health 

Research  Portfolio 

BHCAIH  has  consented  more  than  6,000  American 
Indians  into  its  various  studies  in  the  past  30 
months 

An  example... 
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EDUCATION  AND  RESEARCH  TOWARDS  HEALTH 
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Black  Hills  Center  for  American  Indian  Health 

The  EARTH  Study 


A  baseline  feasibility  study  for  a  longitudinal  study 
of  risk  factors  for  cancer  and  other  chronic  diseases 
Three  linked  RO-1s:  BHCAIH,  Alaska  Native  Tribal 
Health  Consortium  (Lanier),  and  the  University  of 
Utah  (Slattery) 

Total  recruitment  goal  at  baseline  ~  16,000  American 
Indians/Alaska  Natives 


Tribal  Communities  Participating  in  EARTH 


Plains/AZ  Center  has  received  tribal  approval  from 
the  following  tribes 

-  Cheyenne  River  Sioux  Tribe 

-  Oglala  Sioux  Tribe 

-  Gila  River  Indian  Community 
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Plains/AZ  Center  EARTH  Specifics 


PlaJns/AZ  Center  plans  to  recruit  a  total  of  5,000 
participants  in  three  years 

-  4000  between  Cheyenne  River  and  Pine  Ridge 

-  1000  Gila  River 

An  age-stratified  sampling  sclieme  on  Cheyenne 
River  and  Pine  Ridge,  and  a  systematic,  household- 
based  sampling  scheme  on  Gila  River 
Recruited  5212  participants  in  30  months 
Sahara  heel  ultrasound  for  bone  density 
determination,  biological  samples,  environmental 
health  module,  depression,  eyesight/hearing,  etc. 


The  Good  Red  Road:  Tribal  Collaborations  in 
Health  Research 

The  BHCAIH  Experience 


The  Good  Red  Road:  Tribal  Collaborations  in 
Health  Research 

American  Indians  and  Alaska  Natives,  too,  have 
historical  situations  that  have  fostered  mistrust 

-  Thyroid  (I,,,)  studies  in  Alasl<a  in  the  1950s 

-  Barrow  alcohol  study,  1970s 

-  Coerced  sterilization  of  American  Indian/Alaska  Native 
women.  1970s 

-  Early  use  of  Depo-Provera  and  Norplant,  1980s 

-  Present  situation  involving  Havasupai,  2004 
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The  Good  Red  Road:  Tribal  Collaborations  in 
Health  Research 

American  Indian  and  Alaska  Native  Tribes  are  unique 
in  many  ways 

-  Domestic,  dependent  nations  with  sovereignty 

■   Imponant  implications  for  NIH  data-sharing 

-  Unique  types  and  levels  of  approval,  w/hich  vary  by  tribe, 
PLUS  group  consent  in  most  cases 

-  Multiple  IRBs 

-  Very  different  demographics 

-  DIHHS/PHS/lndian  Health  Service  beneficiaries 


The  Good  Red  Road:  Tribal  Collaborations  in 
Health  Research 

American  Indian  and  Alaska  Native  Tribes  are  unique 
in  many  ways 

-  Frequently  lack  typical  supportive  and  easily  accessible 
community  resources  (e.g.,  colleges  and  universities,  social 
service  agencies,  grant-making  bodies,  etc.) 

-  Have  such  pressing  needs  that  often  health  research  falls 
far  down  the  list  of  priorities 


The  Good  Red  Road:  Tribal  Collaborations  in 
Health  Research 

So  What  Can  We  do? 

-  Be  there 

-  Involve  tribal  and  other  collaborators  early  and  often 

-  Solicit  broad  Input  and  feedback 


20 


Listening  and  Learning  Together:  Building  a  Bridge  of  Trust 


A- 


The  Good  Red  Road 


So  What  Can  We  do? 


Tribal  Collaborations  in 
Health  Research 


Add  value  back  to  the  community  in  explicit  ways 

•  This  can  take  many  different  fomis 

•  Durable  medical  equipment 

•  Diagnostic  and  therapeutic  services 

•  Enhanced  skills 

Build  training  and  employment  opportunities  into  every 

grant 

Show  that  you  are  willing  to  think  outside  the  box  and  go 

the  extra  mile! 


The  Good  Red  Road: 


So  What  Can  We  do? 


Tribal  Collaborations  in 
Health  Research 


-  Communicate  openly,  honestly,  clearly,  and  often,  and 
NEVER  make  promises  that  cannot  be  kept 

-  Disseminate  findings  clearly  and  in  terms  understandable  to 
all 

-  Offer  to  package  research  results  in  a  manner  useful  to  the 
tribe  for  other  purposes 

-  Always  be  building 


The  Good  Red  Road:  Tribal  Collaborations  in 
Health  Research 

How  might  tribal  members  benefit  from  research? 

•  Learn  new  things  about  their  health 

•  Receiv^  tests,  medicines,  or  other  health-related  items  not 
othervise  available 

•  Be  helped  to  avoid  diabetes,  heart  disease  or  cancer,  and 
have  a  longer  and  better  quality  life 

•  Potentially  feel  good  about  knowing  that  your  participation 
is  going  to  help  others 

•  There  may  be  benefits  for  the  broader  community 
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The  Good  Red  Road:  Tribal  Collaborations  in 
Health  Research 

What  might  be  some  risks  from  research? 

•  Participants'  identities  could  be  compromised 

•  Some  types  of  research  (e.g.,  clinical)  could  have  significant 
risks  depending  on  the  treatment 

•  In  some  cases  one's  ability  to  get  insurance  could  be 
affected 

•  There  could  also  be  risks  for  the  broader  community 


The  Good  Red  Road:  Tribal  Collaborations  in 
Health  Research 

Parting  thoughts... 

•  Communication,  training,  and  participation  are  critical  to  the 
success  of  research  projects,  and  to  the  collection  of  high 
quality  data 

•  Don't  underestimate  the  time  and  effort  it  takes  both  to 
recruit  and  follow  participants 

•  As  in  life,  communication  is  crucial 

•  Always  strive  to  be  MORE  inclusive  rather  than  less 


CONTACT  INFORMATION 

Jeff  Henderson 

President  and  CEO 

Black  Hills  Center  for  American  Indian  Health 

701  St.  Joseph  St.,  Suite  204 

Rapid  City,  SD  57701 

(605)  348-6100 

(605)  348-6990  fax 

E-mail:  jhenderson@bhcaih.org 
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Elmer  E.  Huerta,  M.D.,  M.P.H. 

Founder  and  Director,  Cancer  Preventorium 

Washington  Cancer  Institute  at  Washington  Hospital  Center 


Dr.  Elmer  E.  Huerta  was 
born  in  Peru,  where  he 
obtained  his  Medical 
degree  at  the  University 
of  San  Marcos  in  1981. 
He  trained  in  internal 
medicine  and  medi- 
cal oncology  in  Peru 
and  then  completed  a 
fellowship  in  oncology 
research  at  the  Johns  Hopkins  Oncology  Center 
in  1988.  He  completed  his  residency  in  internal 
medicine  at  St.  Agnes  Hospital  and  received 
an  M.PH.  from  the  Johns  Hopkins  School  of 
Hygiene  and  Public  Health.  He  completed  a 
fellowship  in  cancer  prevention  and  control  at 
NCIinl994. 

Dr.  Huerta  is  currently  the  Founder  and  Director 
of  the  Cancer  Preventorium  at  the  Washington 
Cancer  Institute,  Washington  Hospital  Center, 
Washington,  D.C.  The  Preventorium  uses  cultur- 
ally appropriate  social  marketing  approaches 
to  promote  health  and  prevent  chronic  disease 
among  Latinos.  The  program  has  persuaded 
more  than  1 8,000  Latinos,  85  percent  of  them 
without  symptoms,  to  seek  medical  education 
and  screening.  The  Preventorium  is  one  of  the 
models  for  the  Patient  Navigator,  Outreach, 
and  Chronic  Disease  Prevention  Act  of  2005, 
signed  into  law  by  President  Bush  in  June  2005. 
Dr.  Huerta  is  also  the  President  and  Founder  of 
Prevencion,  Inc.,  a  non-profit  company  dedi- 
cated to  the  production  and  dissemination 
of  educational  materials  for  the  U.S.  Latino 
community. 

Dr.  Huerta  has  25  years  of  patient  care  and 
education  experience.  His  popular  radio  program 


Cuidando  su  Salud  (Jaklnq  Care  of  Your  Health) 
has  been  on  the  air  in  Washington,  D.C,  since 
December  1989.  The  program  is  nationally 
syndicated  and  is  the  only  daily  U.S.  radio  show 
produced  and  hosted  by  a  Latino  physician. 
In  addition.  Dr.  Huerta  has  his  own  Web  site: 
www.prevencion.org. 

Dr.  Huerta  co-hosts  Hablemosde  Salud (let's 
Talk  About  Health),  a  nationally  distributed 
television  program  on  health  promotion  and 
disease  prevention.  Dr.  Huerta  also  has  a 
weekly  health  segment  on  the  local  Telemundo 
station.  He  serves  as  an  expert  medical  com- 
mentator for  CNN  Radio  Noticias,  Univision, 
CNN  en  Espanol  TV,  and  Telemundo. 

Dr.  Huerta  has  presented  at  meetings  spon- 
sored by  the  National  Heart,  Blood,  and  Lung 
Institute,  the  American  Public  Health  Associa- 
tion, the  Pan  American  Health  Organization, 
Mayo  Clinic,  M.D.  Anderson  Cancer  Center,  and 
Harvard  Center  for  Cancer  Prevention,  among 
others.  In  addition.  Dr.  Huerta  has  testified 
before  Congress  on  minority  health  issues. 

Some  of  his  awards  include  the  Year  2000  Oscar 
E.  Edwards  Memorial  Award  for  Volunteerism 
and  Community  Service  by  the  American  Col- 
lege of  Physicians-American  Society  of  Internal 
Medicine,  the  2002  Spirit  of  Life  Foundation 
Humanitarian  Award,  and  the  2004  Innovations 
in  Prevention  Award  by  the  Office  of  the  Secre- 
tary of  Health  and  Human  Services. 

In  1998,  Dr.  Huerta  was  appointed  by  President 
Clinton  as  a  member  of  the  National  Cancer 
Advisory  Board.  He  and  has  been  named  First 
Vice  President  of  the  American  Cancer  Society. 
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NCI  Director's  Consumer  Liaison 
Group  Summit 

"Listening  and  Learning  Together: 
Building  a  Bridge  of  Trust" 

Cancer  Prevention  in  the  2L"*' 
Century: 

The  Cancer  Preventorium  Concept 


Bethesda.  June  20,  2006 


Elmer  E.  Huerta,  MD,  MPH 


Prevencion 

Wellness  Through  Media 


THE 
REAUTY 


Most  of  the 

world  has  a 

disease -based 

medical  system 

model 
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People  waiting  for 
symptoms  to  appear 


Extremely 
busy,  illness - 

loaded, 
primary  care 

system 


They  often  use 

the  emergency 

room... 


THE 
BARRIERS 


Barriers  That  Underscrved  People 
Face  When  Seeking  Medical  Care 

^  Lack  of  Information 
^  Linguistic  Isolation 
^  Living  in  Poverty 
>^  Lack  of  Adequate 

Health  Insurance 

Coverage 
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Barriers  That  Underserved  People 
Face  When  Seeking  Medical  Care 

^  Lack  of  ethnically- 
sensitive,  culturally- 
competent  programs 

^  Lack  of  understanding 
of  the  medical  system 


^ 
A 


Changing  the 
Paradigm 


n 


If \ 


Extremely 
busy,  illness 

loaded, 
primary  care 

system 


People  waiting  for 
symptoms  to  appear  I 


Often  the 

emergency 

room... 
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^ 


Hh 

How  do  we  convince 
people  to  seek 

medical  care  when 
asymptomatic? 


To  develop  a 

health 

promotion/disease 

prevention  -  based 

system 


To  develop  a  less 

illness- loaded 

primary  care 

system 


How  to  go  from.. 


/Advanced 
disease 


That  saturates 

a  cancer  health 

system  with 

incurable, 

advanced  cases 


Early  disease 


A  cancer 

health  system 

more  focused 

on  the  core  of 

early  disease 

coses 


Tuesday,  June  20  PM 


27 


ZL 
^ 


I 


In  order  for  that  change  to  occur,  one 

should  understand  that  the  frequency  of 

cancer  in  a  locality,  not  only  depends  on 

the  biology  of  the  tumor,  but  also  on: 

'>  Cancer  control  programs 

►!♦  Laws 

*>  Health  policies 

C»  Community  health  programs,  and 

C*  Individual  behavior 


cly  Datoction  Pacts  and  Figuraa  2002 


0 


A 
A 
0 


In  other 
words... 


We  should  not 

concentrate  only  on  the 

study  of  the  tumor  ... 


Thyrosine- 
kinase 


EGF 
p53 


Apoptosis 
Angiogenesis 


Oncogenes 
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But  also  on  the  person 
with  the  tumor... 


Language 


Lack  of 

medical 

insurance 

False  beliefs 


Behavior 
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Unfortunately,  not  all  programs  take  into 
consideration  that  important  aspect... 

For  example,  the  VlCC  cervical  cancer  control  strategy 
enumerates  the  following  elements: 

•:•  Setting  up  (hospital-based)  cancer  registries  to  validate 
the  cancer  incidence  and  mortality  rates 

•:•  Facilitating  political  commitments  to  screening 
programs 

<•  Establishing  the  necessary  infrastructure  to  perform 

screening  and  follow-up 

•:•  Organizing  training  courses 

•:•  Monitoring  and  supporting  the  projects  through 

expert  site-visits  and  the  creation  of  a  Latin  America 

cancer-screening  network 

What  about  public  education...? 


I  am  convinced  that 
coherent,  media- 
based,  public 
education  programs 
need  to  be  created 


0 


Prevcncion 

Wellness  Thnmgh  Media 


Why 
media? 
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"Cuidando  sii  Saliid" 

Spanish-Language  Radio  in  Preventive 

Medicine  and  Public  Healtli 

CHARACTERISTICS  OF  MASS  MEDIA 

♦  SETS  THE  AGENDA 

♦  LEGITIMIZES  THE  ISSUE 

♦  CHANGES  BEHAVIOR 


An  ethnically-sensitive, 

culturally -relevant,  media - 

based  community  outreach 

program  was  progressively 

developed  since  1989 

following  four  basic 

principles: 


I  Our  Media  Principles... 

1 .  Use  the  media  CONSISTENTLY 

2.  Develop  COMPREHENSIVE  health 
education  programs 

3.  Use  all  media  channels  available  for 
the  community 

4.  Develop  a  TRUSTED  MESSENGER 
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Media  Tools 


A.  RADIO 

1.  Taking  Care  of  Your  Health,  One  minute 
(National/ International) 

2.  The  Community  Clinic  of  The  Air.  CBily,  one-hour  talk 
show  (Local) 

3.  To  Prevent  is  Health.  Weekly,  one-hour  talk  show 
(nationally  syndicated) 

B.  TELEVISION 

1.  Lets  Talk  About  Health.  One  hour,  call-in  show.  Will  be 
carried  by  the  EchoStar  Satellite  system  (Channel  9407) 


C.  INTERNET 

1.  www.prevencion.org 


Radio  as  a  Tool  for  Public  Health 

Impact  of  "Cuidando  su  Salud":  BCCEDP.  Number  of 
Mammograms  and  Pap  Smears.  Montgomery  Co.  Maryland 


Number  of 

Appointments 

Made 

120 

100 

80 

60 

40 

20 

0 


Oct.  to  Dec. 
1992 


Breast  and  Cemical  Cancer  Eariv  Detection  Prooram.  Maryland.  1993 


1 


Radio  as  a  Tool  for  Public  Health 

Impact  of  "Cuidando  su  Salud":  C.I.S.  Campaign.  Spanish- 
Language  Cookbook 


Number  of 
Phone  Calls 


400 


300 


200 


':M 


^ 

/       /:| 

■ 

t 

wy 

April  16 

C.I.S.  Johns  Hopkins  Oncology  Center.  April  1996 


April  23 
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Radio  as  a  Tool  for  Public  Health 

Impact  of  "Cuidando  su  Salud":  Breast  Cancer  Prevention  Trial 
Recruitment  (Tamoxifen) 


Number  of 
Phone  Calls       4Q0 


March  1994  April  1994 

Washington  Hospital  Center.  Radio  Campaign  March  11,18  qnd  25, 1994 


Radio  as  a  Tool  for  Public  Health 

Impact  of  "Cuidando  su  Salud":  NHLBI.  ''Salud  Para  su  Corazon" 
Radio  campaign 


Number  of 
Telephone 
Requests 


1500 


1000 


500 


March  1,  1997 

Prevencion,  Inc.  March  1997 
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■n 

/ 

/ 

/ 

^t 

^^^^^ 

March  30,   1997 


Creation  of  a 

"Cancer 
Preventorium" 


Tuesday,  June  20  PM 


33 


SANATORIUM 

NOUN:  l.An  institution  for  thd^eatment)bf 
chrpnic  cjiseases  or  for  medically  supervised 
;^cuperation^2.  A  resort  for  improvement  or 
^afnlEnnnCe'of  health,  especially  for 
(Convalescents)  Also  called  sanitarium. 


ETVMOLOfiV:    From  neuter  of  Late  Latin  sanatorius, 
curative,  from  Latin  sanafus  past  participle  of 
sanare,  to  heal,  from  sanus,  healthy. 


The  American  Heritage®  Dictionary  of  the  English  Language: 

Fourth  Edition.    2000 


A 
^ 
^ 
^ 
^ 


In  1884  in  New  York,  "Little  Red",  the  first  TB  Sanatorium  in  the 
country  was  opened. 
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PREVENTORIUM 

A  non-existent  word  in  the  dictionary 


PREVENTORIUM 

NOUN:  1.  An  institution  forthe 
jreventi^>andCearly  detection>)f 
chronic  diseosesor  tor  niedlcQlly 
supcrviscctigtient  educatBnT>2.  A 
resort^for  mQintenance  of^health , 
specially  for  people  withoin 
ient  illness. 

Our  proposed  definition 


The  idea  of  a  cancer 

preventorium  is  not 

new... 
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At  the  beginning  of  the 

20th  century,  healthy 

children  were  placed  at 

"preventories"  to 

protect  them  from 

their  parent's  TB 

infections 


Michael  Shimkln,  MD  from  UCSD  wrote 
in  Preventive  Medicine,  June  1975 

...people  of  the  future  will 

visit  "preventories"  to 

rece\\/e  health  education, 

undergone  cancer  screening 

tests,  and  even  engage  in 

community  activism... 


The  Preventorium  model  needs 

to  follow  these  two  basic 

premises: 

^  Use  the  media  to  sell  health  as 
we  sell  soap,  alcohol  or  tobacco. 

^  Convince  people  to  seek  medical 
care  when  they  are  asymptomatic 
(to  go  to  the  Preventorium) 
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Preventorium  Model 


Medio  ootreoch  by 
trusted  heoith 
profess  iofwl 

QilTuro  I  ly  -  appropno  t«d , 
ettinically  -  sensitive  health 


Rcvisft  for  con^nuous 


I 


^,.i^ 


Ppcvcntorium 


Affiliated  to 
Heoith  Center 


Registration  ond 
data  collection 


Health  Management 
Tools 


Personolized  follow-up  for 
Diognosis  and 
Treatment 


Examples  of  Interventions 

Referal  to  primary  core  settings 

Genetic  Testing 

Clinical  tn'ols  recruitment 

Lifestyle  &  Behaviorol 
Change  Interventions 


The  Cancer  Preventorium  Model  has 

its  Theoretical  Frame  on  the  Diffusion 

of  Innovations  Theory 


mHOVAlORS       EARLY  EAELV  LATE  LAvOAEDS 

2-5W  AI>OPTEES     MAJORITY         MAJORITY  16K 

13,5ft  2A%  34W 


Pferore  1    BeU  shaped  cyive  sho^ong  cute^ones  of  iMivldijal  mnovaaveness  artd 
peitentsges  Tnthm  each  csfs-^orj 


Preventorium  as  a  Model  tor  Family  Centered 
Chronic  Disease  Control  Program 


Pflticnt  with 
cancer 


^O'V 


*    <: 


Specialized  Oncology  Service: 

Radiation  therapy  unit,  medical 

oncology  office,  hospice,  etc 


Preventorium 


Outreach  to  the  patient's 
family  with  age  and  gender- 
specific  chronic  disease 
education  programs 


hrHcnt  IS  navigated  for 
proper  nwdicol  care 


Tl^ TTTTi 

l;ii!o.':n:L 
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The  Washington  Cancer  Institute  at 
Washington  Hospital  Center 

Cancer  Preventorium 
^Datc  Started:     July  27,  1994 

^  Patients  Seen 

{as  of  10/13/05):  17,254 


The  Washington  Cancer  Institute  at 
Washington  Hospital  Center 

Cancer  Preventorium 
^OENDER: 

Male:  4,816  (22%) 

Female:        12,315  (78%) 


^Asymptomatic 
Patients: 


85% 


-PR  ;hstitiite 


Ms.  Adoracion  Barahona 

Patient  Number  10,000. 

February  20,  2002 
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The  Washington  Cancer  Institute  at 
Washington  Hospital  Center 

Cancer  Preventorium 
Cases  of  Cancer  Found  at  The  Center,  1994-2002 

Organ        Number; 

Breast 

Cervix 

Prostate 

Colon 

24 

12          N=53 

\    1 '] 

Other 

13 : 

Knowledge  exists  In  two 

forms  -lifeless,  stored  \n 

books-  and  alive  in  the 

counciousness  of  men. 

The  second  form...  is  the 

essential  one. 

Albert  Einstein 
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Grace  Xueqin  Ma,  Ph.D. 

Professor,  Department  of  Public  Health 
Director,  Center  for  Asian  Health 
Temple  University 

F*^l?§SSi^^^v-    Dr.  Grace  Xueqin  Ma 

is  Professor  in  the 
Department  of  Public 
Health  and  Director  of 
the  Center  for  Asian 
Health  at  Temple  Uni- 
versity. Her  research 
interests  focus  on 
cancer  prevention  and 
early  detection,  health 
disparities  intervention,  patient  navigation,  and 
smoking  cessation  in  medically  underserved 
Asian  American  and  other  minority  popula- 
tions. Dr.  Ma's  current  ATECAR  (Asian  Tobacco 
Education,  Cancer  Awareness,  and  Research 
lnitiative)-Asian  Community  Cancer  Network 
to  Reduce  Cancer  Health  Disparities  research, 
funded  by  NCI,  focuses  on  smoking  cessation 
and  lung  cancer  prevention,  cervical  cancer, 
hepatitis  B  and  liver  cancer,  breast  cancer,  and 
colorectal  and  stomach  cancer  interventions 
among  Asian  American  populations.  Under  Dr. 
Ma's  leadership,  the  first  Asian  Community  Can- 
cer Coalition  was  established  in  the  U.S.  East- 
ern region  in  2000,  with  a  current  membership 
of  53  community-based  organizations  located 
in  Pennsylvania,  New  Jersey,  and  the  New  York 
City  and  Washington,  D.C.,  areas.  The  ATECAR 
network  collaborators  also  consist  of  many 
primary  health  care  providers  and  oncologists, 
research  institutions,  and  governmental  and 


non-governmental  agencies.  Dr.  Ma  and  her  re- 
search team  have  conducted  bilateral  research 
on  tobacco  in  China. 

Dr.  Ma  is  actively  involved  in  community  and 
national  health  advisory  boards  and  is  currently 
a  charter  member  of  an  NIH  study  section.  She 
is  an  active  member  of  several  professional 
associations,  journal  editorial  boards,  and  com- 
mittees of  national  and  statewide  tobacco  and 
cancer  control  plans.  Dr.  Ma  has  authored  or  co- 
authored  several  books  and  more  than  65  publi- 
cations in  peer-reviewed  journals  and  delivered 
more  than  280  professional  presentations  at  re- 
gional, national,  and  international  conferences. 
The  impacts  of  these  publications  and  presenta- 
tions are  reflected  in  public  health  academics, 
research,  and  practices,  as  well  as  in  Asian  and 
minority  health  care  policies  and  programs. 

Dr.  Ma  is  a  nationally  and  internationally  recog- 
nized scholar  who  is  a  mentor  of  many  minority 
junior  researchers.  She  has  received  numerous 
distinguished  awards  from  academic  institu- 
tions, scientific  associations,  and  government 
agencies  that  include  the  2005  NIH's  Martin  Lu- 
ther King  Award  in  Reducing  Health  Disparities, 
the  2004  NCI-CRCHD  Community  Healthcare 
Leadership  Award,  and  the  2001  NCI's  Atlantic 
Region  Cancer  Information  Service  Award. 
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South  Carolina  Yul  Brynner  Head  and  Neck  Cancer  Foundation 

Peggy  Anthony,  Hollings  Cancer  Center,  Charleston,  South  Carolina 


More  than  50,000  Americans  will  be  diagnosed 
with  head  and  neck  cancerthis  year,  and  more 
than  15,000  of  these  will  die  from  it.  The  death 
rate  for  oral  cancer  is  higher  than  that  of  cervi- 
cal cancer,  Hodgkin's  disease,  brain  cancer, 
liver,  testes,  kidney,  or  skin  cancer.  Oral  cancer 
is  particularly  dangerous  because  it  has  a  high 
risk  of  producing  a  second  primary  tumor  in 
patients.  Head  and  neck  cancer  is  nearly  90% 
curable  with  an  early  diagnosis,  but  only  25% 
curable  with  a  late  diagnosis. 

The  mission  of  the  South  Carolina  Yul  Brynner 
Head  and  Neck  Cancer  Foundation  is  to: 

•  provide  support  to  head  and  neck  cancer 
patients  throughout  the  year. 

•  educate  children  and  adults  in  the  disease 
process,  treatment,  and  prevention  of  head 
and  neck  cancer. 


•     support  ongoing  research  in  head  and 
neck  cancer. 

The  group  offers  free  screenings,  rehabilitation 
counseling,  and  educational  programs  through- 
out the  year.  It  also  sponsors  an  annual  Survi- 
vors Banquette  honor  head  and  neck  cancer 
survivors  within  the  community. 

With  its  support  and  education  programs,  the 
South  Carolina  Yul  Brynner  Head  and  Neck 
Cancer  Foundation  is  an  arm  of  strength  and 
connection  to  resources  for  head  and  neck 
cancer  patients.  This  poster  will  highlight 
the  accomplishments  of  the  group  and  provide 
information  on  head  and  neck  cancer  as  well  as 
resources  available  to  patients  and  caregivers. 
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Action  to  Cure  Kidney  Cancer 

Raising  Research  Money  for  Kidney  Cancer 

J^Y  Bitkower,  Action  to  Cure  Kidney  Cancer,  New  York,  New  York 


Action  to  Cure  Kidney  Cancer  (ACKC)  is  a 
grassroots  organization  established  in  2003  by 
kidney  cancer  patients  and  their  families/care- 
givers  who  are  working  to  raise  awareness  of 
kidney  cancer  and  to  ensure  that  it  receives  the 
public  and  private  funding  required  to  identify 
and  develop  effective  treatment  modalities  and 
to  find  a  cure  for  this  disease. 

In  orderto  develop  adequate  treatment  for  this 
disease,  more  funding  must  go  into  research. 
As  we  all  are  aware,  in  these  difficult  fiscal 
times,  funding  for  cancer  research  is  under 
threat  of  being  reduced,  not  increased.  ACKC's 
poster  will  focus  on  three  areas,  including 
defining  the  problem  and  illustrating  what  ACKC 
is  doing  about  raising  the  funds  necessary  for 
kidney  cancer  research. 

Specifically,  kidney  cancer  is  increasing  at  a 
rate  that  is  higher  than  most  other  cancers, 


whereas  research  funding  is  not  keeping  pace. 
We  will  use  NCI  SEER  and  other  data  to  illus- 
trate this  fact. 

Secondly,  in  orderto  supplement  the  NCI's 
kidney  cancer  budget,  ACKC  has  embarked  on 
a  campaign  to  have  Congress  appropriate  fund- 
ing to  the  Congressionally  Directed  Medical 
Research  Program  of  the  Department  of  Defense. 
We  will  flowchart  the  steps  we  have  taken  to 
try  and  convince  our  Senators  and  Representa- 
tives to  support  this  effort. 

Finally,  we  will  give  an  example  of  private  fund- 
ing that  we  raised  and  donated  to  an  individual 
cancer  researcher  to  help  expedite  his  work  in 
developing  a  urine  test  that  would  screen  early 
stage  kidney  cancer.  This  scientist  is  a  recipient 
of  an  NCI  Early  Detection  Research  Network 
(EDRN)  grant.  ACKC's  grant  supplements  the 
EDRN  grant. 
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NCI,  Behavioral  Research  Program 

Nicole  Vennell,  Behavioral  Research  Program,  Office  of  the  Associate  Director,  Division  of 
Cancer  Control  and  Population  Sciences,  National  Cancer  Institute,  Bethesda,  Maryland 


The  Behavioral  Research  Program  (BRP)  within 
NCI's  Division  of  Cancer  Control  and  Popula- 
tion Sciences  initiates,  supports,  and  evalu- 
ates a  comprehensive  program  of  behavioral 
research  ranging  from  basic  behavioral  research 
to  research  on  the  development,  testing, 
and  dissemination  of  disease  prevention  and 
health  promotion  interventions  in  areas  such 
as  tobacco  use,  screening,  dietary  behavior, 
and  sun  protection.  Our  goal  is  to  increase  the 
breadth,  depth,  and  quality  of  cancer  preven- 
tion and  control  behavioral  science.  BRP  is 
divided  into  five  branches:  the  Applied  Cancer 
Screening  Research  Branch  (ACSRB),  the  Basic 
and  Biobehavioral  Research  Branch  (BBRB), 
the  Health  Communication  and  Informatics 
Research  Branch  (HCIRB),the  Health  Promo- 
tion Research  Branch  (HPRB),  and  the  Tobacco 
Control  Research  Branch  (TCRB). 


Our  poster  will  contain  a  brief  description  of 
the  goals  of  each  branch  and  the  research  they 
support.  It  will  also  outline  the  areas  of  research 
that  BRP  is  committed  to  funding.  BRP  supports 
research  on  a  broad  range  of  behavioral  top- 
ics, including  behavior  change,  biologic  and 
genetic  influences,  communications,  decision 
making,  health  disparities,  policy  and  health 
systems,  and  theory  and  methods.  The  poster 
will  also  include  a  timeline  of  seminal  events 
that  have  occurred  in  the  history  of  the  branch 
since  its  formation  in  1997.  The  timeline  will 
highlight  events  that  were  instrumental  in 
advancing  behavioral  science  at  NCI  and  that 
illustrate  the  breadth  of  research  supported  by 
BRP  In  addition,  we  will  illustrate  NCI's  finan- 
cial investment  in  behavioral  research  since 
the  formation  of  the  BRP 
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National  Lymphedema  Network,  Inc. 

Emma  Victoria  G.  Blanco,  National  Lymphedema  Network,  Inc.,  Oakland,  California 


The  National  Lymphedema  Network,  Inc.,  (NLN) 
is  an  internationally  recognized  non-profit  orga- 
nization founded  in  1988  to  provide  education 
and  guidance  to  lymphedema  patients,  health 
care  professionals,  and  the  general  public  by 
disseminating  information  on  the  prevention 
and  management  of  primary  and  secondary 
lymphedema.  The  NLN  is  supported  by  tax- 
deductible  donations  and  is  a  driving  force 
behind  the  movement  in  the  United  States  to 
standardize  quality  treatment  for  lymphedema 
patients  nationwide.  In  addition,  the  NLN  sup- 
ports research  into  the  causes  and  possible 
alternative  treatments  for  this  often  incapaci- 
tating, long-neglected  condition. 

Lymphedema  is  an  accumulation  of  lymphatic 
fluid  in  the  interstitial  tissue  that  causes  swell- 
ing, most  often  in  the  arm(s)  and/or  leg(s),  and 
occasionally  in  other  parts  of  the  body.  Lymph- 
edema can  develop  when  lymphatic  vessels  are 
missing  or  impaired  (primary)  or  when  lymph 
vessels  are  damaged  or  lymph  nodes  removed 
(secondary/acquired),  and  it  can  develop  as  a 
result  of  surgery,  radiation,  infection,  or  trauma. 

The  mission  of  the  NLN  is  to  create  aware- 
ness of  lymphedema  through  education  and  to 


promote  and  support  the  availability  of  quality 
medical  treatment  for  all  individuals  at  risk  for 
or  affected  by  lymphedema. 

A  couple  of  programs/efforts  that  allow  NLN  to 
accomplish  its  mission  are: 

•  Lymph  Science  Advocacy  Program 
(LSAP) — a  mentoring  program  designed  to 
empower  lymphedema  patients  and  care- 
givers to  be  advocates,  enabling  them  to 
represent  themselves  "at  the  table"  with 
scientific  researchers  and  medical  prac- 
titioners. Patients'  and  caregivers'  experi- 
ences and  insights  can  provide  crucial 
understanding  of  disease  in  terms  of  its 
symptoms,  treatments,  psychosocial  com- 
plications, and  side  effects. 

•  Parents  Lymphedema  Action  Network 
(PLAN) — establishes  an  active  Parent 
Networking  group,  which  will  assist  parents 
of  young  children  affected  by  lymphedema 
(LE).  It  is  NLN's  response  to  the  increas- 
ing and  desperate  need  for  a  network  of 
parents  who  share  similar  experiences  and 
stories  about  lymphedema. 


Listening  and  Learning  Together:  Building  a  Bridge  of  Trust 


Pregnant  with  Cancer  Network 

Christine  Bradford,  Pregnant  with  Cancer  Network,  Buffalo,  New  York 


The  Pregnant  with  Cancer  Network  is  a  na- 
tional organization  created  to  offer  hope  and 
support  to  women  who  are  diagnosed  with 
cancer  while  pregnant.  The  mission  of  the 
Pregnant  with  Cancer  Network  (PWCN)  is  to 
let  women  know  they  are  not  alone  facing 
cancer  while  pregnant. 

PWCN  was  formed  in  1997  by  three  women 
from  Buffalo,  New  York,  who  all  faced  cancer 
while  pregnant.  These  women  were  put  in 
touch  with  each  other  during  the  time  surround- 
ing their  similar  diagnoses.  They  offered  support 
to  one  another  throughout  their  pregnancies  and 
felt  a  close  bond  due  to  their  shared  experi- 
ence. The  three  women  felt  fortunate  to  have 
each  other  to  share  their  journey  with  but  knew 
that  not  all  women  in  their  circumstances  had 
such  support.  It  was  from  this  concern  that 
Pregnant  with  Cancer  Network  was  formed. 


PWCN  maintains  a  database  of  women  who 
have  survived  cancer  while  pregnant.  When 
a  woman  contacts  us  who  is  pregnant  with 
cancer,  we  search  our  network  to  find  a  woman 
whose  diagnosis  was  similar.  This  support 
woman  then  contacts  the  pregnant  mother 
to  lend  support,  share  her  experience,  and 
offer  hope.  We  have  recently  developed  a  DVD 
prepared  by  licensed  professionals  to  train  the 
volunteer  support  women  in  our  network. 

Since  its  inception,  PWCN  has  served  hundreds 
of  women  through  its  peer-to-peer  matching 
program  and  thousands  more  through  its  Web 
site  and  network  of  resources.  There  are  cur- 
rently women  from  46  different  states  and  14 
different  countries  in  the  Pregnant  with  Cancer 
Network.  PWCN  women  have  battled  22  differ- 
ent types  of  cancer,  including  breast  cancer, 
Hodgkin's  lymphoma,  and  cervical  cancer. 
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Hope  Through  Grace,  Inc. 

Grace  Butler,  Hope  Through  Grace,  Inc.,  Houston,  Texas 


Hope  Through  Grace,  Inc.,  (HTG)  is  forthe 
purpose  of  reducing  the  incidence  and  morbid- 
ity of  colorectal  cancer  by  offering  prevention 
education,  screening  for  early  detection,  and 
survivorship  support. 

Hope  Through  Grace  has  adopted  a  "positive 
action  program"  to  raise  cancer  awareness, 
increase  prevention  efforts,  confront  distrust 
and  mistrust  that  some  may  have  regarding  the 
health  care  system,  and  connect  more  people 
to  cancer  prevention  and  early  detection  ser- 
vices. We  emphasize  the  importance  of  survi- 
vorship services  for  persons  who  are  within  the 
first  five  years  of  diagnosis. 

Education  for  Prevention 

HTG  health  education  series  are  inextricably 
connected  with  screening  as  these  forums 
provide  a  venue  for  recruiting  screening  candi- 
dates. A  sizable  pool  of  more  than  40  speakers 
contribute  time  and  expertise  through  various 
education  programs  to  assist  HTG  in  educating 
the  community  on  the  importance  of  changing 
lifestyle  behaviors  to  focus  on  family  health  and 
wellness.  These  volunteers  are  professionals 


in  their  fields  and  include  physicians,  nurses, 
nutritionists,  physical  activity  specialists,  com- 
munity leaders,  and  others.  Most  have  spoken 
at  our  symposia,  workshops,  and  consultations 
on  a  recurring  basis  and  continue  to  be  avail- 
able for  the  future. 

Screening 

Screening  for  colon  cancer  is  provided  by 
health  care  providers.  On  a  sliding  scale  and 
at  substantially  reduced  cost,  HTG  covers  cost 
of  screening  for  early  detection  of  colorectal 
cancers.  HTG  serves  Harris  County  citizens, 
particularly  the  uninsured,  underinsured,  medi- 
cally underserved,  minority,  and  aging  residents. 

Outcomes 

Our  purpose  is  to  uncover  benign  polyps,  which 
can  be  easily  removed  to  prevent  later,  more 
deadly  disease.  With  financial  support  from  HG, 
physicians  can  catch  a  precancerous  lesion  or 
diagnose  the  disease  in  its  nascent  stage  that 
dramatically  decreases  morbidity  and  increases 
the  likelihood  of  survival. 
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American-Italian  Cancer  Foundation 

Esther  Dyer,  American-Italian  Cancer  Foundation,  New  York,  New  York 


The  American-Italian  Cancer  Foundation's 
(AICF)  mission  is  to  access  the  unique  human 
and  financial  resources  of  the  United  States 
and  Italy  to  address  unmet  needs  in  the  war 
on  cancer.  To  accomplish  this  mission,  it  uses 
resources  from  both  countries  to  undertake  and 
communicate  path-breaking  research  and  con- 
ferences, funds  fellowships,  develops  model 
service  programs,  and  provides  recognition  to 
those  who  make  this  mission  possible.  AICF  has 
three  major  activities:  U.S.  Representative  of 
the  European  School  of  Oncology,  Fellowships 
and  Awards,  and  the  model  Free  Mobile  Mam- 
mography Program. 

The  European  School  of  Oncology  (ESO)  seeks  to 
bring  together  the  world's  leading  experts  to  in- 
crease the  knowledge  of  health  professionals  in 
cancer  care.  The  conferences  focus  on  combin- 
ing advanced  technology  with  a  commitment  to 
improving  the  quality  of  life  for  all  patients.  Since 
1980,  the  AICF  has  sponsored  103  conferences. 


International  Fellowships  are  offered  to  promis- 
ing postdoctoral  researchers  and  are  intended 
to  augment  the  training  of  scientists  that  have 
the  motivation  and  potential  to  conduct  original 
research  during  their  careers.  A  Senior  Scholar 
Consultancy  is  offered  for  short-term  collabora- 
tive projects  that  focus  on  areas  that  have  the 
greatest  potential  for  improvements  in  patient 
care  and  outcome.  Since  1983,  the  AICF  has 
funded  271  fellowships. 

AICF  is  the  largest  provider  of  free  mammo- 
grams to  underserved  women  in  the  Greater 
New  York  area.  More  than  49,000  have  been 
given  since  inception  in  1987,  and  more  than 
73,500  women  have  received  breast  health 
education  that  is  culturally  sensitive  and  lin- 
guistically appropriate.  Navigation  is  provided 
for  patients  requiring  follow-up  care. 
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NCI,  Office  of  Cancer  Survivorship 

Carmina  G.  Valle,  Office  of  Cancer  Survivorship,  Division  of  Cancer  Control  and  Population 
Sciences,  National  Cancer  Institute,  Bethesda,  Maryland 


The  OCS  provides  information  to  cancer  patients, 
their  families,  health  care  providers,  advocates, 
and  the  research  community.  We  maintain  an 
extensive  Web  site  with  current  information  on 
survivorship  issues.  The  OCS  does  not  provide 
direct  service  delivery  to  patients. 

The  OCS  conducts  meetings  with  researchers, 
health  professionals,  advocacy  groups,  can- 
cer survivors,  and  the  public  to  build  common 
research  agendas  and  ensure  dissemination  of 
research  findings.  We  partner  with  other  offices 
within  the  National  Cancer  Institute  (NCI)  and 
across  the  National  Institutes  of  Health  (NIH) 
to  stay  abreast  of  the  most  current  research  in 
areas  affecting  cancer  survivorship  and  to  be  a 
voice  for  survivorship  issues. 

The  OCS  conducts  an  annual  analysis  of  the 
NIH  grants  pertaining  to  cancer  survivorship. 
We  look  at  what  is  being  studied  and  compare 
this  with  cancer  trends  and  requests  for  research 
from  the  public  and  scientific  communities.  This 
helps  ensure  that  our  research  goals  respond 
to  the  needs  of  survivors.  From  this  analysis, 
we  can  create  recommendations  for  future 
research  funding. 


The  Office  of  Cancer  Survivorship  (OCS)  was 
established  in  1996  by  the  National  Cancer 
Institute  (NCI)  in  recognition  of  the  large  num- 
ber of  individuals  now  surviving  cancer  for 
long  periods  of  time.  The  OCS  is  dedicated  to 
enhancing  the  length  and  quality  of  life  of  the 
estimated  10.5  million  cancer  survivors  in  the 
United  States  and  addressing  their  unique  and 
poorly  understood  needs. 

The  OCS  considers  an  individual  a  survivor  from 
the  time  of  diagnosis  through  the  balance  of  his 
or  her  life.  Because  friends,  family  members, 
and  caregivers  are  also  affected  by  a  cancer 
diagnosis,  they  are  included  in  this  definition 
as  well. 

The  OCS  supports  and  promotes  research 
that  examines  and  addresses  the  long-  and 
short-term  effects  of  cancer  and  its  treatment. 
These  include  physical,  psychological,  social, 
and  economic  effects  among  pediatric  and 
adult  survivors  and  their  families.  Survivorship 
research  focuses  on  the  physical,  emotional, 
social,  and  financial  outcomes  beyond  the 
treatment  phase  and  seeks  to  optimize  the 
health  and  well-being  of  persons  living  with  a 
history  of  cancer.  Survivorship  research  also 
seeks  to  provide  a  knowledge  base  regarding 
optimal  follow-up  care  and  surveillance  of  new 
or  recurrent  cancers. 
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Y-ME  National  Breast  Cancer  Organization 

A  Day  for  You:  Bringing  Breast  Health  to  Underserved  Communities 
Ester  Cabrales,  Y-ME  National  Breast  Cancer  Organization,  Chicago, 


Imois 


Objectives:  Breast  cancer  is  a  common  cancer 
among  Latina  and  Asian  women  and  is  a  lead- 
ing cause  of  cancer  death,  but  these  popula- 
tions are  less  likely  to  screen  for  the  disease 
and  are  more  frequently  diagnosed  at  a  later 
stage  than  their  white  counterparts.  To  fight  this 
problem,  Y-ME  National  Breast  Cancer  Organi- 
zation (Y-ME)  launched  A  Day  for  You  in  2003, 
a  program  that  promotes  breast  health  aware- 
ness in  medically  underserved  communities. 

The  goals  of  the  program  are  to:  1)  raise  aware- 
ness about  earlier  detection,  2)  facilitate  access 
to  information  and  screening  services,  and  3) 
help  underserved  communities  overcome  barri- 
ers that  keep  women  from  seeking  services. 

Methods:  Y-ME  collaborates  with  community- 
based  organizations,  health  care  centers  and 
providers,  and  volunteers  to  provide  A  Day  for 
You  to  Asian  and  Latina  populations. 

Participants  are  educated  about  earlier  detec- 
tion methods  for  breast  cancer,  taught  breast 


self-examination  (BSE),  given  a  clinical  breast 
examination  (CBE)  by  qualified  health  care 
professionals,  and,  if  appropriate,  given  on- 
site  mammograms.  The  program  also  assists 
women  who  have  abnormal  screening  results 
in  obtaining  proper  follow-up  care. 

Results:  Since  being  implemented  at  four  Y-ME 
affiliates  in  mid  2003, 8,021  women  have  par- 
ticipated in  A  Day  for  You.  Of  the  8,021, 7,551 
received  CBEs  and  7,654  women  were  given 
screening  mammograms.  Nearly  half  of  the 
women  had  the  first  mammogram  of  their  lives 
because  of  A  Day  for  You. 

Conclusions:  The  program  will  be  implemented 
at  additional  Y-ME  affiliates  across  the  coun- 
try. Taking  free  and  confidential  breast  cancer 
education  and  screening  services  into  under- 
served  communities  has  proven  to  be  an  excellent 
method  of  improving  access  to  care.  The  pro- 
gram eliminates  many  of  the  barriers  often  cited 
by  underserved  communities  for  not  seeking 
screening  services. 
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Montgomery  County  Women's  Cancer  Control  Program 

Donna  W.  Carter,  Women's  Cancer  Control  Program,  Wheaton,  Maryland 


The  mission  of  the  Montgomery  County  Wom- 
en's Cancer  Control  Program  closely  mirrors 
that  of  its  parent  organization,  the  Department 
of  Health  and  Human  Services.  Both  seek  to 
ensure  the  provision  of  integrated,  program- 
matically  sound,  and  vital  services  addressing 
the  health  and  human  service  needs  of  Mont- 
gomery County  residents.  The  Women's  Cancer 
Control  Program  specifically  focuses  on  ad- 
dressing breast  and  cervical  cancer  screening 
for  under-  or  uninsured  female  residents  of  the 
County  who  are  aged  40  years  or  older.  With 
the  assistance  of  data  collected  from  the  2000 
Census,  the  program  has  been  able  to  pinpoint 
geographical  areas  where  there  are  large 
concentrations  of  target  population  women 
(i.e.,  African  American,  Asian  American,  and 
Latin  American)  and  has  formed  alliances  with 
several  groups  serving  these  populations.  The 
program  continues  to  develop  and  maintain  a 
broad  network  of  community,  non-profit,  public, 


and  private  sector  providers  and  organizations 
in  a  sustained  and  substantial  partnership.  Out 
of  this  partnership  springs  a  variety  of  activities 
such  as  promoting  breast  and  cervical  cancer 
awareness  education  at  some  local  clinics  and 
submitting  contributions  to  a  quarterly  Depart- 
ment of  Health  and  Human  Services  newslet- 
ter dedicated  to  wellness  issues  that  are  of 
significance  to  this  population.  The  Women's 
Cancer  Control  Program  also  partners  with  the 
Latino  Health  Initiative,  a  group  that  has  been 
awarded  a  grant  from  the  Susan  G.  Komen 
Breast  Cancer  Foundation  aimed  at  expanding 
the  scope  of  practice  for  health  promoters  (pro- 
motoras)  who  coordinate  and  present  breast 
and  cervical  cancer  awareness  education  to 
Latinas.  Collaborations  of  this  nature  allow  the 
program  to  maximize  available  resources  for 
direct,  customer-oriented  screening  services 
while  applying  innovative  approaches  to  ser- 
vice delivery. 
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NCI,  Office  of  Education  and  Special  Initiatives 

Clinical  Trials  Education  Begins  With  You 

Sona  Thakkar,  Office  of  Education  and  Special  Initiatives,  National  Cancer  Institute, 

Bethesda,  Maryland 


Clinical  trials  help  move  basic  scientific  research 
from  the  laboratory  into  treatments  for  people. 
By  evaluating  the  results  of  these  trials,  we  can 
find  better  treatments  and  ways  to  prevent, 
detect,  and  treat  cancer.  But  very  few  adults 
with  cancer — less  than  5% — participate  in 
clinical  trials.  We  need  to  test  the  best  cancer 
prevention,  detection,  and  treatment  ideas  in  the 
shortest  time  possible,  and  this  can  happen  only 
if  more  people  participate  in  clinical  trials.  The 
more  people  that  participate  in  clinical  trials,  the 
faster  we  can  answer  the  critical  research  ques- 
tions that  will  lead  us  to  better  treatment  and 
prevention  options  for  all  cancers. 

Research  has  shown  that  the  general  public  is 
either  unaware  of  clinical  trials  as  a  treatment 
or  prevention  option  or  misinformed  about  the 
clinical  trial  process.  Many  barriers  discourage 
both  physicians  and  potential  participants  from 


taking  part  in  clinical  trials.  Education  is  one 
way  to  help  reduce  these  barriers.  As  someone 
who  works  with  cancer  patients,  advocates, 
health  care  professionals,  and  other  community 
members,  you  can  increase  awareness  about 
the  importance  of  clinical  trials. 

The  Clinical  Trials  Education  Series  (CTES)  is 
a  complete  collection  of  multimedia  resources 
to  educate  cancer  patients,  health  care  pro- 
fessionals, advocates,  and  the  general  public 
about  cancer  clinical  trials.  The  series  includes 
workbooks,  booklets  and  brochures,  videos, 
slide  programs,  and  a  Web-based  course.  NCI 
collaborates  with  more  than  170  health  profes- 
sional, advocacy,  and  patient  service  organi- 
zations that  help  promote,  disseminate,  and 
evaluate  the  CTES — and  have  reached  thou- 
sands of  individuals  with  clinical  trials  informa- 
tion in  doing  so. 
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South  Carolina  Cancer  Alliance 

Margaree  S.  Crosby,  South  Carolina  Cancer  Alliance,  Columbia,  South  Carolina 


The  South  Carolina  Cancer  Alliance  (SCCA)  is 
a  registered  non-profit  organization.  It  has  par- 
ticipation and  support  from  more  than  800  indi- 
viduals and  35  organizations  serving  all  coun- 
ties in  South  Carolina.  The  mission  of  the  SCCA 
is  to  reduce  the  impact  of  cancer  of  all  people 
in  South  Carolina.  Our  vision  is  to  make  South 
Carolina  a  national  leader  in  cancer  control  by: 
(a)  bringing  together  a  powerful  and  diverse 
network  of  individuals,  communities,  organiza- 
tions, and  leaders;  (b)  encouraging  coordina- 
tion, collaboration,  education,  and  research; 
(c)  eliminating  disparities  in  access,  prevention, 
and  care;  (d)  advocating  for  cancerfunding 
and  policy  change;  (e)  increasing  use  of  state 
and  community  cancer  data;  and  (f)  recognizing 
outstanding  programs  and  services. 

The  job  of  the  SCCA's  Coordinating  Council 
is  to:  (a)  develop,  coordinate,  and  update  a 


statewide  cancer  control  plan;  (b)  review, 
approve,  facilitate,  and  support  SCCA-driven 
projects  and  priorities;  (c)  develop  and  disperse 
funds  and  resources  to  support  SCCA  and  can- 
cer plan  initiatives;  and  (d)  prepare  an  annual 
report  on  SCCA  initiatives  and  the  state  of 
cancer  in  South  Carolina.  We  have  recently 
completed  our  Cancer  Plan  for  2005-2010  for 
the  state  of  South  Carolina.  It  is  presently  ready 
for  distribution. 

The  primary  work  of  SCCA  is  accomplished  by 
six  Task  Forces,  and  they  are:  (a)  advocacy  and 
policy,  (b)  early  detection,  (c)  patient  care,  (d) 
prevention,  (e)  research,  and  (f)  survivor  and 
family  issues.  Membership  in  the  SCCA  is  open 
to  anyone  interested  in  reducing  the  impact  ■ 
of  cancer. 
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North  Central  Cancer  Treatment  Group  Patient  Advocacy  Committee 

Cynthia  Chauhan  and  Pam  Moffitt,  North  Central  Cancer  Treatment  Group, 
Rochester,  Minnesota 


The  North  Central  Cancer  Treatment  Group 
(NCCTG),  a  national  clinical  research  group 
sponsored  by  the  NCI,  is  a  network  of  cancer 
specialists  at  community  clinics,  hospitals, 
and  medical  centers  in  the  United  States  and 
Canada,  with  its  research  base  at  Mayo  Clinic, 
Rochester,  Minnesota.  NCCTG  is  dedicated  to 
bringing  clinical  trials  with  promising  new 
cancer  therapies  to  communities  where  patients 
live  with  the  goals  of  improving  their  duration 
and  quality  of  life  and  increasing  knowledge 
of  cancer  biology  and  clinical  trial  conduct. 
Leadership  of  NCCTG  and  the  Patient  Advocate 
Committee  work  together  to  merge  the  cultures 
of  the  medical  and  patient  communities  to 
advance  research,  increase  accrual  to  clinical 
trials,  and  enhance  treatment  tools. 

NCCTG  Patient  Advocates,  volunteers  who  are 
cancer  survivors,  are  active  in  cancer  research 
by  bringing  the  patient  perspective  to  the  inves- 
tigative and  clinical  environment.  Advocates 
participate  in  all  NCCTG  Disease  and  Modality 


Committee  meetings,  providing  patient  presence 
and  perspective.  In  the  protocol  peer-review 
process,  advocates  provide  input  to  help  make 
the  procedure  more  tolerable  and  engaging 
for  the  patient  as  well  as  give  special  attention 
to  clarity  of  information  and  "patient  friendli- 
ness" of  procedures  and  procedure  timetables. 
Advocates  also  review  and  work  toward  improv- 
ing the  informed  consent  process.  Community 
advocates  are  trained  and  supported  in  bringing 
clinical  trial  awareness  to  their  communities. 

NCCTG  Patient  Advocates  are  dynamic  indi- 
viduals allied  together  in  an  ethical,  patient- 
centered,  community-oriented  organization. 
They  share  a  history  of  activism  grounded  in 
volunteerism.  These  high-energy,  goal-oriented 
volunteers  educate  researchers  and  clinicians 
to  the  patient  point  of  view  and  cancer  patients 
and  communities  to  their  roles  as  equal  part- 
ners in  cancer  care  and  treatment  decision 
making,  including  knowledgeably  considering 
the  option  of  clinical  trial  participation. 
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NCI,  Office  of  Biorepositories  and  Biospecimen  Research 

Recent  Progress  in  Harmonizing  Processes  and  Policies  for  NCI-Supported  Biorepositiories 
Carolyn  C.  Compton',  Jim  Vaught^  Julie  A.  Schneider\  Ian  Fore^  and  Anna  D.  Barker\ 
'^Office  of  Biorepositories  and  Biospecimen  Research,  "Office  of  the  Director,  ^Division  of  Cancer 
Epidemiology  and  Genetics,  and  ^NCI  Center  for  Bioinformatics,  National  Cancer  Institute, 
Bethesda,  Maryland 


The  NCI  leadership  identified  access  to  large 
numbers  of  high-quality,  privacy-protected 
biospecimens  annotated  with  clinical  data  as  a 
critical  resource  to  support  the  development  of 
genomic-  and  proteomic-based  interventions. 
Biospecimen  resources  underpin  several  key 
NCI  initiatives  including  the  Cancer  Genome 
Atlas  and  the  NCI  Clinical  Proteomic  Technolo- 
gies Initiative  for  Cancer.  Recently,  the  NCI 
established  the  Office  of  Biorepositories  and 
Biospecimen  Research  (OBBR)to  oversee 
biorepository-related  processes  and  policies  at 
the  NCI.  The  OBBR  recognizes  the  importance 
of  proper  stewardship  of  valuable  biospecimen 
resources  donated  by  patients  and  therefore 
seeks  frequent  input  from  the  patient  and  patient 
advocacy  communities. 

Recently,  the  OBBR  released  a  set  of  First  Gen- 
eration Biorepository  Guidelines  (FGGs),  which 
address  technical,  operational,  informatics, 
ethical,  and  legal  issues  for  biorepositories. 
The  FGGs  were  informed  by  input  from  two 
workshops  held  in  the  summer  of  2005,  which 
included  valuable  input  from  patient  advocates 
who  participate  in  the  Office  of  Liaison  Activities 
Consumer  Advocates  in  Research  and  Related 


Activities  (CARRA)  program.  Building  on  the 
FGGs,  the  OBBR  is  establishing  a  Biospecimen 
Research  Network  (BRN),  a  team  of  scientists 
and  clinical  investigators  who  conduct  biospeci- 
men banking  research.  The  information  obtained 
through  BRN  investigations  will  support  the 
development  of  evidence-based  Second  Gen- 
eration Biorepository  Guidelines. 

Because  of  the  critical  importance  of  track- 
ing and  sharing  biospecimen-related  data  in  a 
secure  environment,  the  OBBR  works  closely 
with  the  NCI  Center  for  Bioinformatics  (NCICB) 
Tissue  Banks  and  Pathology  Tools  Workspace 
(TBPTW)  within  the  NCI  cancer  Biomedical 
Informatics  Grid  (caBIG™).  Over  the  past 
several  months,  the  TBPTW  has  released  three 
innovative  software  tools  to  support  data  track- 
ing, sharing,  and  analysis  for  biorepositories: 
caTISSUE  Core  fortracking  and  managing  bio- 
specimens; caTISSUE  Clinical  Annotation  Mod- 
ule for  annotating  biospecimens;  and  caTIES, 
an  automated  free-text  pathology  data  extrac- 
tion tool.  In  addition  to  supporting  the  TBPTW, 
the  NCICB  will  be  instrumental  in  designing  a 
secure  informatics  system  for  the  OBBR  BRN. 
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Georgia  Breast  Cancer  Coalition  Fund 

Chara  Fisher  Jackson,  Georgia  Breast  Cancer  Coalition  Fund,  Atlanta,  Georgia 


The  Georgia  Breast  Cancer  Coalition  Fund 
(GBCCF)  is  a  non-profit  education  and  advoca- 
cy organization  founded  in  1994  by  three  breast 
cancer  survivors.  GBCCF's  mission  is: 

•  To  Educate  local,  state,  and  national  legis- 
lators and  the  public  about  all  aspects  of 
breast  cancer:  the  importance  of  appropriate 
screening;  lifestyle  changes  and  treatment; 

•  To  Advocate  at  the  state  and  national  levels 
for  increased  breast  cancer  research  fund- 
ing, health  care  reform,  and  legislation  that 
leads  to  the  end  of  the  disease;  and 

•  To  Eradicate  breast  cancer — "We  can't 
wait  for  a  cure!" 

GBCCF  uses  the  following  tools  to  educate  and 
empower  the  community  to  make  a  difference 
in  the  fight  against  breast  cancer: 

•  Advocacy.  GBCCF  advocates  at  the  state 
and  national  level  to  ensure  adequate 
research  funding  and  access  to  breast 
cancer  prevention,  screening,  and  treat- 
ment programs. 

•  Advocacy  Workshops.  GBCCFteaches  indi- 
viduals to  be  citizen-advocates  who  commu- 
nicate effectively  with  elected  and  appointed 
officials  about  breast  cancer  issues. 


Legislative  Breakfast  and  Lobby  Day. 
GBCCF  hosts  an  annual  breakfast  honoring 
members  of  the  Georgia  General  Assembly 
who  have  demonstrated  a  commitment 
to  improving  the  life  of  those  affected  by 
breast  cancer.  Following  the  breakfast, 
citizen-advocates  meet  with  legislators 
during  Lobby  Day. 

Advocacy  Alert  Network.  GBCCF  maintains 
a  statewide  network  of  advocates  who 
respond  quickly  by  letter,  phone,  fax,  or 
e-mail  to  critical  legislative  and  public 
policy  issues.  The  network  is  supported 
by  an  online  action  alert  center  at  GBCCF's 
Web  site  www.gabcc.org. 

Newsletter.  GBCCF's  quarterly  newsletter, 
Staying  Abreast  in  Georgia,  informs  Geor- 
gians of  medical  advances  in  breast  cancer, 
clinical  trials,  legislative  issues,  and  out- 
reach opportunities. 

Pictorial  Exhibit.  GBCCF's  traveling  pictorial 
exhibit.  We  Can't  Wait  for  A  Cure,  features 
the  faces  and  stories  of  Georgians  diag- 
nosed with  breast  cancer.  More  than  100 
individuals  share  their  experience,  encour- 
aging others  to  think  about  breast  health, 
seek  appropriate  screening,  and  advocate 
for  access  to  quality  treatment. 


Poster  Summaries 


17 


Stiilman  College  and  Victorious  Cancer  Support  Group 

Jacqueline  W.  Currie,  Stiilman  College  and  Victorious  Cancer  Support  Group, 
Tuscaloosa,  Alabama 


The  Victorious  Cancer  Support  Group,  Epsilon 
Eta  Chapter  of  Delta  Sigma  Theta  Sorority,  Inc., 
Stiilman  College  Student  Development  Center, 
and  the  Women's  Health  Symposium  Committee 
work  in  concert  to  provide  information  and  edu- 
cation about  cancertothe  west  Alabama  area. 
These  organizations  are  unique  in  that  they  pro- 
vide an  informal  network  that  provides  cancer 
information  and  education  to  clergy,  women, 
the  elderly,  and  college  students.  The  Victori- 
ous Cancer  Support  Group  is  composed  of 
cancer  survivors  and  supporters  who  provide 
education  and  support  for  cancer  survivors, 
their  friends,  and  families.  Activities  include 
an  annual  breast  cancer  program,  an  annual 
celebration/education  program,  health  fair  exhib- 
its, and  presentations  for  community  groups. 
Epsilon  Eta  Chapter  activities  include  weeklong 
cancer  education  and  fundraising  programs 
as  well  as  support  for  students  who  are  being 
impacted  by  cancer.  Stiilman  College  Student 
Development  Center  conducts  two  health  fairs 


per  year  and  assists  student  groups  with  a  vari- 
ety of  health/wellness  issues,  including  cancer. 
The  Center  also  facilitates  bone  marrow  drives, 
and  its  director,  a  breast  cancer  survivor,  facili- 
tates classroom  discussions  about  cancer  and 
serves  as  a  resource  for  students  and  staff  im- 
pacted by  cancer.  The  Center  also  coordinated 
a  week  of  education  that  used  gummy  bears 
to  promote  cancer  education.  Free  clinical 
breast  cancer  exams  are  also  offered  to  Still- 
man  students  and  staff  during  October  of  each 
year.  The  Women's  Health  Symposium  Com- 
mittee conducted  the  second  annual  Women's 
Health  Symposium,  which  included  sessions  on 
nutrition,  sexually  transmitted  infections,  and 
cancer.  All  programs  and  services  are  free;  the 
organizations  and  activities  are  unique  in  that 
Stiilman  College  provides  many  of  the  facilities 
for  programs  at  no  charge,  and  all  personnel 
(speakers,  exhibitors,  etc.)  who  participate 
accept  no  fees. 


18 


Listening  and  Learning  Together:  Building  a  Bridge  of  Trust 


NCI,  Office  of  Communications,  Office  of  Cancer  Content  Management, 
International  Cancer  Research  Databank  Branch 

Sharon  Quint-Kasner,  International  Cancer  Research  Databank  Branch,  Office  of 
Communications,  National  Cancer  Institute,  Bethesda,  Maryland 

closed  clinical  trials  from  around  the  world 


The  National  Cancer  Institute's  (NCI)  Inter- 
national Cancer  Research  Databank  Branch 
(ICRDB)  is  in  the  Office  of  Communications. 
The  mission  of  the  branch  is  to  create,  main- 
tain, and  disseminate  audience-appropriate 
information  products  and  services  that  are 
evidence-based,  scientifically  accurate,  and 
effectively  communicated  to  the  user. 

One  of  the  branch's  major  products,  PDQ  (Phy- 
sician Data  Query),  has  3  components — 

•  Cancer  information  summaries  on  cancer 
prevention,  screening,  adult  and  pediatric 
treatment,  supportive  care,  genetics,  and 
complementary  and  alternative  medicine 
for  health  professionals  and  patients.  The 
cancer  information  summaries  are  updated 
regularly,  peer-reviewed,  and  evidence- 
based.  Most  summaries  have  a  separate 
patient  version,  and  some  have  illustrations 
and/or  are  available  in  Spanish. 

•  Clinical  trials  registry  with  the  ability  to 
search  more  than  3,600  active  and  15,000 


using  a  basic  or  advanced  search  form,  trial 
descriptions  in  both  health  professional 
and  patient  versions,  and  site  location  and 
contact  information. 

•     Cancer  Genetics  Services  Directory  lists 
more  than  400  individuals  who  provide 
services  related  to  cancer  genetics  (can- 
cer risk  assessment,  genetic  counseling, 
genetic  susceptibility  testing,  and  others). 

The  branch  is  also  responsible  for  developing 
the  Dictionary  of  Cancer  Terms  with  more  than 
4,000  cancer-related  and  medical  terms.  Both 
PDQ  and  the  Dictionary  are  available  on  the 
NCI's  Web  site  (www.cancer.gov). 

Comments  or  concerns  about  these  information 
products  can  be  submitted  to  NCI  staff  through 
the  Contact  Us  link  located  at  the  bottom  of 
every  cancer.gov  Web  page. 
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Clemson  University  Extension  Family  and  Consumer  Sciences 

Learn,  Share,  and  Live  Community  Outreach  Model 
arian  Freeman-Robinson,  Clemson  University,  Anderson,  South  Carolina 


r 


The  program  goal/objective  is  to  determine  how 
effectively  local  community-based  coalitions 
engaged  and  empowered  in  their  neighbor- 
hoods can  act  on  their  own  behalf  to  reduce 
cancer  incidence  and  mortality. 

The  project  hypothesizes  that  cancer  control 
coalitions  and  community-based  action  teams 
can  be  effective  in  increasing  awareness  and 
knowledge  of  breast  cancer,  as  well  as  chang- 
ing attitudes  and  behaviors  (including  screen- 
ing) associated  with  breast  cancer  risks  and 
survival.  The  action  taken  was  persons  trained 
through  Learn,  Share,  and  Live  (LSL)  to  teach 
others  breast  self-exams  and  to  promote  breast 
health — ^these  people  are  the  advocates  that 
can  be  involved  in  talking  to  local  legislators 
about  policy  that  affects  health  access  espe- 
cially for  cancer  diagnosis  and  treatment.  These 
persons  can  go  to  the  state  house  as  legislative 
advocates  for  organizations  such  as  the  National 
Breast  Cancer  Coalition.  The  LSL  advocate  can 
be  the  grassroots  group  of  advocates  involved  in 
local-,  state-,  and  national-level  policy  change. 

They  were  a  part  of  the  planning  activities  we 
moved  toward  in  our  community-based  research 
with  Clemson  University.  These  persons  are 
the  "connectors"  to  their  community  and  can 
advocate  involvement  in  research. 


LSL  was  designed  to  form  and  foster  partner- 
ships for  health  promotion  and  eliminating 
health  disparities  and  to  recognize  problems  of 
access  and  affordability  in  the  forefront,  spe- 
cifically for  the  underserved. 

This  project  is  unique  in  its  university  base,  only 
Project  Coordinator  with  a  grassroots  con- 
nection, and  managed  by  and  large  with  com- 
munity volunteers  and  survivors.  The  Program 
outcome  was  successful  in  promotion  of  annual 
clinical  exams,  age-appropriate  mammogra- 
phy screening,  Pap  and  cervical  exams,  and 
monthly  breast-self  exams  (BSE).  The  project 
reached  all  screening  age-appropriate  women 
and  their  families  but,  more  important,  the 
minority  and  the  underserved  populations.  We 
have  remained  successful  in  training  volun- 
teers and  supporting  breast  health  education 
in  communities  through  facilitation  of  semi- 
nars, meetings,  and  conference  attendance. 
Volunteers  and  participants  alike  will  be  able 
to  identify  potential  issues  to  raise  awareness 
of  cancer  education  in  their  communities.  For 
each  program  delivery,  there  is  a  formal  evalua- 
tion design  and  a  tool  for  accessing  knowledge 
gained  from  the  training  component. 

www.clemson.edu/fyd/community_health.htm 
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William  S.  Graham  Foundation  for  Melanoma  Research,  Inc. 

Karen  L  Graham,  William  S.  Graham  Foundation  for  Melanoma  Research,  Inc., 
Hayward,  California 


The  William  S.  Graham  Foundation  for  Mela- 
noma Research,  Inc.,  fondly  known  as  the  "Billy 
Foundation,"  leads  the  way  in  educating  the 
public  regarding  the  causes  of  melanoma  and 
strategies  of  prevention.  Through  extensive 
public  awareness  programs  and  free  public 
screenings,  the  "Billy  Foundation"  actively  pro- 
motes the  early  detection  and  prevention  of  this 
insidious  cancer.  Its  mission  is  to  raise  funds 
to  support  research  for  a  cure;  to  educate  the 
public  about  the  causes  and  prevention;  and 
through  public  awareness  programs,  assist  in 
the  early  detection  of  melanoma.  The  founda- 
tion is  also  a  strong  and  effective  advocate  for 
patients  and  families  through  an  interactive 
Web  site,  referrals,  clinical  trials  matching  ser- 
vice, and  lobbying  for  patient  rights  and  care. 

The  foundation's  commitment  to  the  founda- 
tion's threefold  mission — Research,  Education 
and  Public  Awareness — fueled  the  develop- 
ment of  two  signature  programs:  SS  Kidz®, 
Sun  Safety  Education  for  children,  and  the 
Mole  Patrol  Program,  providing  public  free 
skin  cancer  screenings  nationwide. 

SS  Kids®:  sun  safety  education  program  de- 
veloped for  preschool  through  primary  grades 
using  interactive  storylines,  music,  and  games 
for  young  children  and  a  slide  presentation 
and  open  forum  for  grades  6-12.  Using  an 
interactive  curriculum,  we  draw  the  classroom/ 
assembly  into  a  colorful  storyline  of  children, 


similar  to  themselves,  and  their  adventures 
as  they  come  in  contact  with  familiar  animals 
that  teach  them  about  Sun  Safety  Awareness. 
A  diverse  program  is  also  available  for  middle 
school  through  high  school  using  a  slide  show 
presentation  and  peer  education. 

Mole  Patrol:  goes  out  into  the  community 
across  the  country  offering  free  skin  cancer 
screening  and  facts  about  sun  safety.  Board 
Certified  Dermatologists  volunteer  their  time 
forthis  program,  which  has  been  sanctioned  by 
the  American  Academy  of  Dermatology. 

Legislation:  The  foundation  initiated  and  spon- 
sored groundbreaking  legislation  in  the  United 
States,  "Billy's  Bill  for  SunSafety,"  which  granted 
children  the  use  of  hats  and  sunscreen  on  Cali- 
fornia school  campuses  (SB310,  SB1632). 

Research:  A  Medical  Advisory  Committee  as- 
sists in  decisions  regarding  awarding  research 
grants  and  scholarships,  as  well  as  assisting 
in  keeping  the  foundation  office  up  to  date  on 
the  latest  clinical  trials,  procedures,  and  statis- 
tics. In  coordination  with  the  AACR,  the  "Billy 
Foundation"  sponsored  the  first  $30,000  Fel- 
lows Grant  for  Melanoma  Research  and  in  2005 
recently  sponsored  a  first-of-its-kind  public 
forum  at  the  6th  World  Congress  on  Melanoma 
in  2005. 

www.bfmelanoma.com 
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NCI,  Office  of  Communications 

NCI  Cancer  Bulletin 
nne  Lubenow,  Office  of  Communications,  National  Cancer  Institute,  Bethesda,  Maryland 


t 


The  NCI  Cancer  Bulletin,  a  weekly  electronic 
newsletter  produced  by  the  National  Cancer 
Institute  (NCI)  Office  of  Communications,  is  an 
important  part  of  NCI's  response  to  its  mandate 
underthe  National  Cancer  Act  of  1971  to  edu- 
cate the  public  and  the  clinical  and  research 
communities  about  NCI's  efforts  and  the  prog- 
ress against  cancer. 

Launched  in  January  2004,  the  Bulletin  is  a 
unique  communication  vehicle  in  the  cancer 
community.  It  is  perhaps  the  only  publication 
that  provides  comprehensive  coverage  of  NCI 
activities  and  programs,  but  that  also  helps 
its  readers  understand  and  dissect  trends  in 
cancer  research  or  promising  new  areas 
of  investigation. 

Articles  in  the  NCI  Cancer  Bulletin  cover  a 
broad  range  of  cancer  research,  including 
important  basic  science  and  preclinical  discov- 
eries, findings  from  epidemiologic  and  case- 
control  studies,  and  the  latest  advances  from 


phase  III  clinical  trials.  Other  content  includes 
a  regular  column  from  the  NCI  Director  (or 
another  member  of  NCI's  senior  leadership), 
updates  on  important  happenings  at  other 
federal  agencies  and  throughout  the  private 
sector  that  will  affect  the  cancer  community, 
profiles  of  NCI-designated  cancer  centers,  and 
the  latest  opportunities  for  funding  available  to 
researchers  across  the  United  States. 

Subscriptions  to  the  Bulletin — at  www.cancer. 
gov/ncicancerbulletin — have  nearly  tripled 
since  its  launch  two  and  a  half  years  ago  and 
now  stand  at  nearly  24,000  subscribers.  The 
Bulletin  has  been  recognized  for  its  excellence 
on  several  occasions,  including  the  2006  Award 
for  Excellence  from  the  Print  Media  Commu- 
nicator Awards,  and  being  named  a  finalist  for 
one  of  the  most  prominent  Internet  communi- 
cation awards  in  a  category  in  which  it  was  in 
direct  competition  against  the  Web  site  of  a 
major  news  network. 


22  Listening  and  Learning  Together:  Building  a  Bridge  of  Trust 


National  Alliance  of  State  Prostate  Cancer  Coalitions 

Kermit  Heid,  National  Alliance  of  State  Prostate  Cancer  Coalitions,  Salt  Lake  City,  Utah 


The  National  Alliance  of  State  Prostate  Cancer 
Coalitions  (NASPCC)  provides  support  to  exist- 
ing state  prostate  cancer  organizations,  facili- 
tates the  development  of  new  state  prostate 
cancer  organizations,  and  serves  as  a  collec- 
tive and  collaborative  voice  to  make  prostate 
cancer  a  national  health  care  priority. 

Founded  in  September  2004  and  gaining  501(c)3 
recognition  in  December  of  that  year,  it  is  cur- 
rently comprised  of  31  state  organizations  with 
a  goal  of  adding  two  or  more  new  organizations 
each  year  until  all  50  states  and  the  District  of 
Columbia  are  included.  NASPCC  is  governed 
by  a  17-member  Board  of  Directors  and  a  4- 
member  Executive  Committee. 

The  goals  of  NASPCC  are: 

1.  To  establish  the  Alliance  as  the  recognized 
national  network  for  state  prostate  cancer 
organizations; 

2.  To  achieve  a  measurable  increase  in  the 
national  awareness  of  prostate  cancer  and 
in  funding  for  prostate  cancer  research; 


3.  To  make  clinical  trials  a  priority  in  prostate 
cancer  communities;  and 

4.  To  reduce  health  disparities  and  improve 
access  to  care  in  high-risk,  medically 
underserved  communities. 

On  November  16, 2005,  NASPCC  issued  a  press 
release  setting  new  guidelines  for  the  early 
detection  of  prostate  cancer.  These  guidelines 
were  recently  incorporated  into  legislation  in 
Kentucky  regarding  insurance  coverage  for 
prostate  cancer  screening. 

During  a  Regional  Meeting  of  10  Southeastern 
states  in  Raleigh,  North  Carolina,  in  February 
2006,  a  pilot  project  developed  by  North  Caro- 
lina was  funded  by  NASPCC.  This  project  will 
allow  for  specific  outreach  to  underserved 
and  minority  communities  through  a  Minority 
Action  Awareness  Team  and  will  be  used  first 
in  Atlanta  in  June  2006. 
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Friend  for  Life  Cancer  Support  Network 

You've  Got  a  Friend 

Judy  Kasey  Houlette,  Friend  for  Life  Cancer  Support  Network,  Louisville,  Kentucky 


Since  1988,  Friend  for  Life  Cancer  Support 
Network  (FFL)  has  provided  caring,  confiden- 
tial, cost-free  peer  support  to  adults  recently 
diagnosed  with  any  form  of  cancer.  Located  in 
Louisville,  Kentucky,  FFL  pairs  volunteers  who 
are  cancer  survivors  with  adults  who  have 
recently  been  diagnosed  with  cancerto  help 
restore  a  sense  of  stability  during  a  tumultuous 
time  and  navigate  the  path  through  diagnosis, 
treatment,  and  recovery.  FFL  volunteers  receive 
training  from  a  health  care  professional  to  build 
upon  their  ability  to  empathize  through  personal 
experience.  They  are  matched  with  callers  by 
similarity  of  diagnosis  and  course  of  treatment 
and,  to  the  extent  possible,  by  age  and  gender. 
Volunteers  are  also  equipped  with  information 
about  additional  cancer-related  community  and 
national  resources,  so  that  they  may  provide 
optimal  support. 

FFL  is  accessible  to  a  broad  spectrum  of  the 
community,  requiring  no  fees,  no  transportation, 
and  offering  support  when  the  patient  most 


needs  it.  No  other  organization  in  the  area 
offers  this  form  of  one-on-one  peer  support. 

To  date,  FFL  has  supported  more  than  3,000 
individuals,  with  an  average  of  90  contacts  fol- 
lowed on  an  ongoing  basis.  Currently,  176  vol- 
unteers ranging  in  age  from  38  to  91  with  more 
than  30  different  diagnoses  are  active  within 
the  organization. 

For  several  years.  Friend  for  Life  has  sought,  in 
particular,  to  increase  services  to  low-income 
and  non-English-speaking  residents.  A  joint 
grant  proposal  with  a  local  hospital  to  serve 
residents  of  Louisville's  largest  resettlement 
site,  one  of  the  poorest  and  most  diverse  areas 
of  town,  is  currently  under  review. 

Friend  for  Life  Cancer  Support  Network  (FFL) 
was  established  in  Louisville,  Kentucky,  in 
1988  as  a  not-for-profit  organization  and  incor- 
porated in  1989. 
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NCI,  Office  of  Communications,  Office  of  the  Cancer  Information  Service 

The  Cancer  Information  Service  Is  Here  to  Help 

Judy  Patt,  Cancer  Information  Service,  National  Cancer  Institute,  Bethesda,  Maryland 


Since  1975,  the  National  Cancer  Institute's 
Cancer  Information  Service  (CIS)  has  provided 
information  about  cancer  to  patients  and  their 
families,  physicians  and  other  health  profes- 
sionals, and  the  public.  The  CIS's  three-pronged 
approach  utilizes  information  specialists  that 
answer  questions  about  cancer  by  telephone, 
TTY,  and  instant  messaging;  a  partnership  pro- 
gram that  reaches  those  who  may  have  limited 


access  to  health  information;  and  a  research 
program  that  helps  advance  health  communi- 
cation practices.  In  addition  to  the  telephone 
service  (1-800-4-CANCER)  that  answers  ques- 
tions about  cancer,  the  CIS  also  operates  the 
NCI's  Smoking  Quitline  (1-877-44U-QUIT)  to  help 
smokers  quit.  Both  telephone  services  offer 
recorded  messages  on  a  variety  of  topics. 


Poster  Summaries 


25 


Annie  Appleseed  Project 

From  the  Patient  Perspective:  Working  Toward  Integrative  Oncology 
Ann  Fonfa,  Annie  Appleseed  Project,  Delray  Beach,  Florida 


We  believe  that  the  best  care  for  people  with 
cancer  must  include  access  to  information 
about  complementary/alternative  (CAM)  thera- 
pies. The  Annie  Appleseed  Project's  mission  is 
to  present  this  information  in  meaningful  ways 
that  can  be  integrated  into  an  individual's  per- 
sonal protocol.  We  support  the  right  of  patients 
to  make  more  educated  treatment  decisions. 
Our  objective  is  to  make  this  possible  in  relation 
to  CAM. 

We  established  our  Web  site  in  1999;  while  few 
people  knew  our  organization,  many  people 
with  cancer  were  seeking  the  information  we 
provided.  We  asked  cancer  advocacy  groups 
to  link  to  our  site.  We  struggled  to  gain  recogni- 
tion of  the  need  for  accurate,  evidence-based 
education  on  CAM.  Since  the  pharmaceuti- 
cal industry — the  source  of  most  funding  for 
advocacy  organizations — largely  ignored  this 
issue,  it  was  important  to  create  a  grassroots 
approach.  We  decided  to  provide  CAM  infor- 
mation and  education  at  every  cancer  meeting 
we  attended.  Our  volunteers  began  going  to 
medical,  research,  support  group,  and  advocacy 
meetings  to  offer  the  patient  perspective  and 


gather  and  disseminate  information.  Informa- 
tion we  provide  discusses  combining  excellent 
nutrition,  dietary  supplements,  mind/body/ 
spirit  relaxation,  exercise  and  detoxification 
with  treatment. 

By  2001,  the  American  Society  for  Clinical 
Oncology  (ASCO)'s  annual  meeting  brochure 
suggested  60%-80%  of  people  with  cancer 
used  CAM.  Studies  suggested  that  many  people 
were  not  discussing  this  use  with  their  health 
care  practitioners. 

After  almost  seven  years  of  the  Annie  Appleseed 
Project  raising  the  issues,  asking  the  questions, 
and  providing  educational  materials,  CAM  is  still 
not  fully  integrated  into  conventional  oncology. 

We  want  complementary/alternative  therapies 
discussed  openly  at  all  meetings  on  cancer. 
Oncologists  must  create  ties  with  community- 
based  CAM  providers.  The  insurance  industry 
needs  to  recognize  the  benefits  and  support 
the  area  fully.  Treatments  that  may  not  involve 
patents  or  generate  huge  profits  but  would  add 
quality  to  patient  care  should  be  fully  studied. 
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North  American  Association  of  Central  Cancer  Registries 

Building  the  Information  Bridge:  Cancer  Registries  to  Stakeholders 

Holly  L  Howe,  North  American  Association  of  Central  Cancer  Registries,  Springfield,  Illinois 


Objective:  This  poster  will  show  how  popula- 
tion-based cancer  registries  can  be  used  to  tar- 
get populations  at  risk,  target  scarce  resources 
to  areas  of  greatest  need,  monitor  intervention 
impacts,  and  develop  evidence-based  interven- 
tions based  on  population-based  information. 

Methods:  The  North  American  Association 
of  Central  Cancer  Registries  (NAACCR)  has 
evolved  from  a  focus  on  data  standardization 
and  registry  operations  guidelines  to  a  focus  on 
increased  uses  of  cancer  registry  data  for  popu- 
lation-based cancer  control,  surveillance,  and 
research.  Cancer  registries  contain  a  wealth  of 
useful  information,  and  yet  they  are  underuti- 
lized. A  number  of  models  have  been  developed 
by  individual  registries  to  help  cancer  control 
planners  use  population-based  data  from  a 
cancer  registry. 


In  addition,  research  and  intervention  projects 
involving  multiple  registries  have  presented 
difficulties  for  investigators.  A  number  of  the 
barriers  have  been  identified,  and  the  NAACCR 
Research  Program  has  been  designed  to 
overcome  them  and  to  not  only  advance  can- 
cer surveillance  research  but  also  to  facilitate 
researchers  and  other  data  users  to  plan  their 
projects  based  on  evidenced-based  cancer 
incidence  information  from  cancer  registries. 

Results:  This  poster  will  describe  a  number  of 
models  that  cancer  registries  have  employed 
to  translate  cancer  data  into  useful  informa- 
tion for  comprehensive  cancer  control  planning, 
intervention,  and  research.  NAACCR  launched  a 
Web  site  in  September  2005  to  help  data  users 
interested  in  multi-registry  information  identify 
easily  in  one  place  the  capacity,  capability,  and 
interest  in  various  study/intervention  protocols 
and  the  process  to  access  data  from  all  NAACCR 
member  cancer  incidence  registries. 
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Leukemia  and  Lymphoma  Society 

Anne  Hi;istov,  Leukemia  and  Lymphoma  Society,  Boston,  Massachusetts 


r 


The  Leukemia  and  Lymphoma  Society  is  the 
world's  largest  voluntary  health  organization 
dedicated  to  funding  blood  cancer  research, 
education,  and  patient  services.  The  Society's 
mission  is  to  cure  leukemia,  lymphoma,  Hodg- 
kin's  disease,  and  myeloma  and  to  improve 
the  quality  of  life  of  patients  and  their  families. 
Since  its  founding  in  1949,  the  Society  has 
invested  more  than  $424  million  for  research 
specifically  targeting  blood  cancers  in  orderto 
accelerate  the  acquisition  and  application  of 
scientific  understanding  that  will  advance  the 
treatment,  diagnosis,  and  prevention  of  leuke- 
mia, lymphoma,  and  myeloma.  The  Society's 
advocacy  program  aims  to  increase  influence 
with  private  and  public  organizations  to  achieve 
the  Society's  strategic  outcomes.  The  Society 
encourages  its  volunteers,  friends,  and  other 
supporters  to  contact  their  elected  representa- 
tives— in  Congress  and  in  state  legislatures — 


to  share  with  them  the  impact  that  leukemia, 
lymphoma,  and  myeloma  have  on  millions  of 
Americans  each  year  and  to  urge  responsible 
policies  that  will  address  the  serious  burdens  of 
these  diseases.  The  Society's  patient  services 
programs  offer  patients  and  caregivers  myriad 
support  and  education  services,  including  local 
family  support  groups,  the  First  Connection 
(Peer-to-Peer)  program,  the  Trish  Greene  Back 
to  School  Program  for  Children  with  Cancer, 
and  a  wide  range  of  teleconferences  and 
webcasts.  To  further  its  mission,  the  Society 
holds  hundreds  of  fundraising  events  annually, 
from  its  signature  Team  In  Training®  and  Light 
The  Night®  Walk,  School  and  Youth^^^  Programs, 
The  Leukemia  Cup  Regatta,  Man  and  Woman  of 
the  Year,  Hike  For  Discovery,  and  Soccer  Kicks 
for  Cancer  programs,  to  numerous  golf  tourna- 
ments and  gala  dinners. 
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International  Myeloma  Foundation 

Michael  Katz,  International  Myeloma  Foundation,  Bayside,  New  York 


The  International  Myeloma  Foundation  (IMF) 
is  dedicated  to  improving  the  quality  of  life  of 
myeloma  patients  while  working  toward  pre- 
vention and  a  cure.  A  global  organization,  the 
IMF  reaches  out  to  more  than  135,000  people 
in  1 13  countries  around  the  world,  providing 
education,  research,  support,  and  advocacy. 

Founded  on  the  premise  that  "knowledge  is 
power,"  the  IMF  ensures  that  patients  and 
caregivers  have  a  wealth  of  information  avail- 
able to  them  through  a  variety  of  channels.  The 
IMF  provides  a  free,  comprehensive  selection 
of  myeloma  publications  known  as  the  Info 
Pack  to  all  newly  diagnosed  patients.  Our  Web 
site  is  an  easily  accessible  educational  base 
and  a  portal  to  publications  on  the  disease  and 
its  management.  Through  our  Patient  and  Fam- 
ily Seminars,  we  have  educated  and  reached 
more  than  200,000  people  in  countries  around 
the  world. 

The  IMF  is  committed  to  improving  today's 
treatments  and  discovering  the  causes  of 
myeloma.  Leading  the  world  in  myeloma- 
related  collaborative  research,  the  IMF  advances 


patient  treatment  globally  through  our  Inter- 
national Working  Group  and  research  grants 
to  promising  myeloma  researchers  here  and 
abroad.  Our  research  results  have  been  pub- 
lished in  leading  medical  journals  and  have  led 
to  significant  improvements  in  patient  treatment 
and  care.  Our  groundbreaking  research  initia- 
tive. Bank  On  A  Cure®,  is  the  world's  first  DNA 
databank  specifically  for  multiple  myeloma  and 
provides  researchers  with  vital  genetic  infor- 
mation and  new  insights  to  help  guide  manage- 
ment of  the  disease. 

With  more  than  100  myeloma  support  groups 
worldwide,  the  IMF  ensures  that  patients  and 
their  families  have  access  to  support  and  in- 
formation whenever  they  need  it  and  wherever 
they  live.  Through  our  toll-free  hotline,  patients, 
caregivers,  and  physicians  have  access  to 
information  about  state-of-the-art  myeloma 
treatment  and  supportive  care  from  NCI-trained 
specialists.  In  addition,  the  IMF  offers  a  wide 
variety  of  programs  to  support  health  care 
professionals,  including  clinical  conferences, 
roundtable  meetings,  scientific  workshops,  and 
CME  educational  programs. 
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NCI,  Office  of  Education  and  Special  Initiatives 

Partnering  to  Decrease  Cancer  Health  Disparities 

Lisa  McCoy,  Office  of  Education  and  Special  Initiatives,  National  Cancer  Institute, 

Bethesda,  Maryland 


Populations  defined  as  medically  underserved 
suffer  from  disproportionately  high  rates  of  mor- 
bidity and  mortality  due  to  cancer.  Addressing  the 
needs  of  medically  underserved  populations  is 
one  of  the  best  opportunities  the  National  Can- 
cer Institute  (NCI)  has  for  eliminating  suffering 
and  death  due  to  cancer.  NCI's  Office  of  Edu- 
cation and  Special  Initiatives  (OESI)  supports 
NCI's  goal  to  overcome  cancer  health  dispari- 
ties through  the  development,  dissemination, 
and  evaluation  of  evidence-based  or  evidence- 
driven  resources  and  programs.  By  developing 
programs  in  partnership  with  advocacy  groups, 
community  organizations,  and  non-traditional 
organizations,  OESI  is  able  to  reach  those  most 
at  risk. 


OESI  employs  a  number  of  strategies  to  develop 
cancer  education  programs  in  conjunction  with 
partners.  These  strategies  include:  1 )  involving 
stakeholders  in  formative  research  and  evalu- 
ation, 2)  adapting  English  language  materials 
in  a  way  that  maintains  cultural  relevance  and 
clinical  accuracy,  3)  translating  technical  and 
clinical  information  using  plain-language  prin- 
ciples, 4)  developing  programs  for  low-literacy 
audiences,  and  5)  reaching  beyond  the  cancer 
community's  traditional  partners. 

This  poster  describes  how  OESI's  dynamic  part- 
nership strategies  allow  us  to  be  sensitive  and 
responsive  to  the  specific  needs  of  each  audi- 
ence and  broaden  our  capacity  to  reach  them. 


c 
c 


30 


Listening  and  Learning  Together:  Building  a  Bridge  of  Trust 


Indiana  Cancer  Consortium  Survivors  Advocacy  Network 

Rosemary  Green,  Survivors  Advocacy  Network,  Valparaiso,  Indiana 


As  part  of  the  national  Comprehensive  Cancer 
Control  Program,  the  Indiana  Cancer  Consor- 
tium (ICC)  is  the  vehicle  for  implementing  the 
Indiana  Cancer  Control  Plan  (ICCP),  released 
in  October  2004.  From  the  inception  of  the  ICC, 
advocacy  has  been  a  priority  issue.  Survivors 
are  essential  and  effective  cancer  issue  advo- 
cates, yet  survivors  are  underrepresented  with- 
in the  overall  ICC  membership.  Thus,  a  strong 
and  effective  Survivors  Advocacy  Network 
will  fill  this  gap  in  the  ICC,  foster  collaboration 
among  the  somewhat  isolated  advocacy  groups 
within  the  state,  provide  a  stronger  advocacy 
voice,  and  be  a  key  component  of  meeting  the 
ICC  advocacy  goals. 

The  Survivors  Advocacy  Network  was  estab- 
lished in  October  2005  to  serve  as  grassroots 
advocates  and  liaisons  to  medical  profession- 
als, legislators,  and  regulatory  and  lay  commu- 
nities. The  focus  is  on  public  engagement  and 
implementation  of  the  Indiana  Cancer  Control 
Plan  strategies  related  to  public  policy  and 


minority  and  underserved  populations.  The 
ICCP  provides  the  framework  for  action;  survi- 
vors provide  the  will  to  succeed. 

The  Network  is  the  Consortium's  liaison  to 
survivor  support  communities.  This  relation- 
ship will  provide  the  ICC  a  method  to  identify 
cancer  survivorship  needs  regionally,  outreach 
to  underserved  populations  and  deliver  support 
materials  and  resource  information  to  cancer 
survivors  in  communities  statewide.  Expan- 
sion of  the  Network  will  increase  the  regional 
efficiency  of  identification  and  delivery  of  the 
cancer  community's  needs. 

We  anticipate  an  increase  in  the  number  of  net- 
work participants  and  awareness  of  practical 
survivorship  issues  among  the  general  public 
and  key  stakeholders,  including  legislators. 
The  Survivors  Advocacy  Network  will  become 
a  model  framework  for  other  states  to  connect 
their  best  advocates,  their  cancer  survivors,  to 
their  state  cancer  plan. 
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Cowlitz  Indian  Tribal  Health  and  Human  Services  Department 

Wendy  Kinswa,  Cowlitz  Indian  Tribe,  Longview,  Washington 


The  Cowlitz  Indian  Tribal  Health  and  Human 
Services  Department  helps  tribal  populations 
by  providing  medical  and  mental  health  servic- 
es, chemical  dependency  treatment,  contract 
health  care,  an  elder's  program,  and  vocational 
rehabilitation. 

Holistic  approach  to  patient  care:  physical, 
mental,  social,  and  spiritual. 

Medical  Services:  health  assessment,  fam- 
ily planning,  well-child  exams,  immunizations, 
chronic  disease  supervision,  limited  lab  service, 
medication  management,  nutrition  counseling, 
diabetes  screening,  and  women's  health. 

Mental  Health  Services:  individual  and  crisis 
counseling,  referrals,  psychological  and  grief 
support,  and  medication  management. 

Chemical  Dependency  Treatment:  assessments, 
information  and  referrals,  intensive  outpatient 
services,  DUI/deferred  prosecution,  and  fees 


waived  for  federally  recognized  Native  Ameri- 
cans and  Alaskan  Indians. 

Vocational  Rehabilitation:  career  planning  and 
development,  investment  assessment,  voca- 
tional counseling  and  guidance,  job  training 
and  placement,  integrated  services  with  the 
Cowlitz  Indian  Tribal  Health  Services. 

Cowlitz  Elder's  Program:  senior  nutrition,  care- 
giver support,  family  support  and  transporta- 
tion, cultural  activities,  recreation,  home-deliv- 
ered meals  available  to  homebound  elders,  and 
congregate  meals. 

Benefits  Counseling:  helping  all  native  popula- 
tions to  access  eligible  social  service  programs. 
This  includes  but  is  not  limited  to  Medicare  Part 
D,  Social  Security,  Medicaid,  prescription  drug 
programs,  and  veteran's  benefits. 

Our  health  team  looks  forward  to  serving  you 
and  your  family! 
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NCI,  Medical  Oncology  Branch 

Physical  Activity  Study 

Larissa  Korde,  Michele  Nehrebecky,  David  Venzon,  Ashley  Wilder  Smith,  Jennifer  Orzano, 
Nancy  Sebring,  Bart  Drinkard,  Marcia  Smith,  Sheila  Prindiville,  JoAnne  Zujewski,  and  Jennifer 
Eng-Wong,  Breast  Care  Center,  National  Naval  Medical  Center,  Bethesda,  Maryland 


Background:  Physical  activity  has  been  associ- 
ated with  a  decreased  risk  of  breast  cancer  in 
epidemiologic  studies  and  animal  models  and 
has  been  shown  to  modulate  certain  biomarkers 
in  human  studies.  Physical  activity  holds  promise 
as  a  breast  cancer  risk  reduction  strategy. 

Methods:  We  designed  a  pilot  study  to  assess 
compliance  with  and  feasibility  of  a  three- 
month  physical  activity  intervention  in  seden- 
tary women  at  risk  for  breast  cancer  (n  =  80, 40 
breast  cancer  survivors,  40  high  risk).  Subjects 
first  undergo  a  baseline  activity  evaluation. 
Those  who  remain  eligible  are  then  random- 
ized to  either  walking  or  stretching.  Subjects 
in  the  walking  group  receive  a  pedometer,  a 
physician  exercise  prescription,  and  a  motiva- 
tional and  educational  booklet  and  are  asked 
to  incrementally  increase  their  daily  steps  to  a 
goal  of  10,000  steps  per  day.  Subjects  random- 
ized to  stretching  receive  instruction  on  daily 
stretching  exercises.  The  primary  objective  of 
the  study  is  to  evaluate  the  feasibility  of  the  ex- 
ercise programs.  Recruitment  methods  include 


posting  trial  information  on  the  National  Cancer 
Institute  (NCI)  clinical  trials  Web  site,  talks  at 
community  hospitals  and  support  groups,  a 
recruitment  flyer  in  paper  and  electronic  form, 
recruitment  of  eligible  patients  from  other  NCI 
breast  cancer  studies,  and  recruitment  of  pa- 
tients from  the  National  Naval  Medical  Center 
Breast  Care  Center. 

Results:  As  of  April  15,  2006,  we  have  received 
telephone  calls  from  245  women  interested  in 
participating  in  the  study.  Of  these,  131  (54%) 
were  eligible.  The  most  common  reasons  for 
non-eligibility  were  not  at  increased  risk  of 
breast  cancer  (52%),  already  engaged  in  regu- 
lar physical  activity  (33%),  and  medical  con- 
traindication (8%).  Of  those  eligible,  77  (59%) 
participated  in  the  baseline  evaluation,  and  42 
(55%)  were  randomized. 

Conclusion:  Women  at  high  risk  for  breast 
cancer  are  interested  in  participating  in  physi- 
cal activity  intervention  trials. 
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Kidney  Cancer  Association 

Donna  Y0sner,  Kidney  Cancer  Association,  Evanston,  Illinois 


Mission:  The  Kidney  Cancer  Association  strives 
for  a  world  without  kidney  cancer.  It  funds  kid- 
ney cancer  research  and  helps  kidney  cancer 
patients  through  patient  meetings,  information, 
and  advocacy. 

Audience:  The  Kidney  Cancer  Association  is  a 
global  voluntary  health  membership  organiza- 
tion comprised  of  71,000  patients,  survivors, 
family  members,  physicians,  researchers,  and 
other  health  professionals. 

Our  work  is  focused  in  three  primary  areas: 

Education 

In  2005,  we  held  100  patient  education  and 
support  meetings  across  the  United  States  for 
patients,  survivors,  and  family  members.  We 
also  hold  a  conference  for  patients  and  families 
that  is  the  ultimate  resource  for  kidney  cancer 
patients.  For  patients,  we  provide  patient  edu- 
cation materials  free  of  charge,  offer  physician 
referrals,  have  the  most  up-to-date  information 
on  our  Web  site  and  have  a  nurse  hotline.  For 
physicians,  the  Association  holds  the  Interna- 
tional Kidney  Cancer  Symposium,  providing 
researchers  and  practitioners  a  forum  for  the 
exchange  of  information  and  views  that  will 


frame  directions  for  future  research.  In  April 
2006,  we  held  the  first  European  Kidney  Cancer 
Symposium. 

Research 

In  2002,  the  Association  convened  the  first 
meeting  of  the  Malta  Lynn  Gerber  International 
Working  Group  to  research  the  staging  of  renal 
cell  carcinoma  (RCC).  The  work  of  this  group 
continues.  In  2005,  the  Kidney  Cancer  Associa- 
tion awarded  the  American  Society  of  Clinical 
Oncology  a  research  grant  to  support  the  work 
of  an  RCC  investigator. 

Advocacy 

The  Association  is  an  advocate  at  the  federal 
level  and  works  to  educate  policy  makers  and 
opinion  leaders.  The  Association  officers, 
directors,  and  volunteer  patients  fight  for 
increased  government  funding  for  research 
(in  kidney  cancer  and  other  cancers)  and  the 
reform  of  laws  and  government  regulations 
that  influence  the  quality  of  patient  care.  The 
Association  advocates  for  the  approval  of  new 
kidney  cancer  drugs  and  works  to  get  approved 
drugs  tried  in  kidney  cancer. 
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Lung  Cancer  Circle  of  Hope 

Susan  Levin,  Lung  Cancer  Circle  of  Hope,  Lal<ewood,  New  Jersey 


Lung  Cancer  Circle  of  Hope  (the  Organization), 
a  New  Jersey  non-profit,  was  created  to  com- 
bat the  myths  surrounding  lung  cancerthrough 
advocacy  and  education.  The  group's  goals  are 
to  educate  the  public,  public  officials,  as  well  as 
members  of  the  medical  community  to  all  issues 
surrounding  this  disease — lung  cancer  eradi- 
cation is  not  synonymous  with  smoking  cessa- 
tion— one  is  a  disease,  the  other  an  addiction. 

During  the  last  quarter  of  2005,  Susan  Levin, 
president  of  the  Organization  was  instrumental 
in  the  adoption  by  the  State  of  New  Jersey  of 
legislation  designating  November  as  lung  can- 
cer awareness  month  (LCAM)in  perpetuity.  In 
addition,  through  her  efforts,  six  municipalities 
and  one  county  in  New  Jersey  issued  sup- 
portive proclamations  for  LCAM.  During  2006, 
the  Organization  will  continue  to  reach  out  to 
governing  bodies  throughout  New  Jersey  to 
issue  similar  proclamations. 

In  March  of  2006,  the  Organization  had  its  first 
public  symposium  in  cooperation  with  Saint 
Peter's  University  Hospital.  The  program,  entitled 
Lung  Cancer:  Dispelling  the  Myths,  Dispensing 
the  Facts  attracted  more  than  200  members  of 
the  community.  The  next  two  programs  similarly 
entitled  will  be  held  at  Jersey  Shore  University 
Hospital  in  Neptune  and  Morristown  Hospital 
in  Morristown.  The  Organization  will  sponsor 
at  least  10  symposia  a  year  to  be  held  in  both 
hospital  and  community  venues.  In  all  cases, 
these  symposia  include  a  medical  oncologist, 
a  thoracic  surgeon,  a  radiologist,  an  oncology 
nurse  and/or  social  worker,  as  well  as  a  panel 
of  survivors  sharing  their  personal  experiences. 

Ms.  Levin  is  a  member  of  the  Lung  Cancer  Work 
Group  of  the  State  Comprehensive  Cancer  Task 
Force  as  well  as  the  Cancer  Prevention  and 


Control  Research  Advisory  Group  of  the  New 
Jersey  Commission  on  Cancer  Research.  The 
Organization  is  supporting  her  efforts  to  add 
additional  goals  to  the  action  plan  to  have  the 
focus  on  lung  cancer,  the  disease  as  opposed 
to  its  current  focus  on  smoking  the  addiction. 
The  Organization  is  also  reaching  out  to  mem- 
bers of  the  legislature  as  well  as  the  governor's 
office  to  create  awareness  of  lung  cancer  with 
the  goal  of  ultimately  proposing  specific  legisla- 
tion that  will  benefit  those  already  afflicted  by 
the  disease  as  well  as  future  victims. 

Throughout  2006  and  going  forward,  the  Organiza- 
tion will  be  extending  its  programming  initia- 
tives to  other  organizations  and  to  specific 
populations,  such  as  the  African  American  and 
Hispanic  communities  where  lung  cancer  is 
the  #1  cancer  killer.  The  Organization  will  also 
reach  out  to  other  populations  who  have  been 
shown  to  be  specifically  at  risk  for  lung  can- 
cer: women's  groups,  firefighter  organizations, 
senior  citizen  groups,  etc. 

The  Organization  is  expanding  its  Medical 
Advisory  Board  and  will  be  reaching  out  to  vari- 
ous medically  oriented  professional  groups  in 
order  to  encourage  the  medical  community  to 
develop  continuing  educational  programming 
focused  on  lung  cancer,  the  disease:  preven- 
tion, early  detection,  treatment,  etc.  The  stigma 
associated  with  lung  cancer  must  be  removed. 
No  one  deserves  to  die  of  lung  cancer;  the  no- 
tion that  somehow  it  is  the  victim's  fault  must 
not  be  allowed  to  be  perpetuated.  Current 
statistics  must  be  made  available  to  the  public, 
public  officials,  and  the  medical  community. 

Lung  Cancer  Circle  of  Hope  is  committed  to 
being  the  voice  of  lung  cancer  in  New  Jersey 
with  a  seat  at  the  "table." 
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Oncology  Nursing  Society 

Where  Oncology  Nurses  Connect 

Barbara  Lubejko,  Oncology  Nursing  Society,  Pittsburgh,  Pennsylvania 


The  Oncology  Nursing  Society  (ONS)  is  a  profes- 
sional organization  of  more  than  35,000  registered 
nurses  and  other  health  care  providers  dedi- 
cated to  excellence  in  patient  care,  education, 
research,  and  administration  in  oncology  nursing. 
The  mission  of  ONS  is  to  promote  excellence 
in  oncology  nursing  and  quality  cancer  care 
through  implementation  of  the  Society's  core 
values  of  integrity,  innovation,  stewardship, 
advocacy,  excellence,  and  inclusiveness.  As  a 
member-driven  organization,  ONS  draws  heavily 
on  the  direction  and  expertise  of  its  members  to 
achieve  this  mission. 

ONS  has  multiple  initiatives  to  support  the  mis- 
sion and  core  values.  These  include: 

•  Educational  offerings  focused  on  the 
complex  care  needs  of  people  with  cancer, 
their  families,  and  friends,  using  a  variety 
of  approaches  such  as  live  national  and 
local  programs,  online  courses,  webcasts, 
monographs,  and  CD-ROMs. 

•  Promotion  of  changes  in  health  policy 
through  grassroots  advocacy  and  leader- 
ship development  with  a  focus  on  reduc- 
ing disparities,  increasing  access  to  care, 
facilitating  prevention  and  early  detection 
of  cancer,  and  supporting  programs  that 
address  the  nursing  shortage. 


Funding  of  oncology  nursing  research  at  a 
level  surpassed  only  by  the  federal  govern- 
ment along  with  development  of  multisite 
research  activities. 

Facilitation  of  evidence-based  practice  and 
measurement  of  nursing-sensitive  patient 
outcomes  through  education,  mentoring, 
funding,  and  resource  development. 

Promotion  of  diversity  in  the  nursing  work- 
force and  within  the  leadership  of  ONS. 

Publication  of  journals,  clinical  practice 
manuals,  standards  of  practice,  and  text- 
books on  oncology  care  topics. 

Certification  of  oncology  nurses  to  dem- 
onstrate knowledge  of  and  dedication  to 
oncology  nursing. 

Provision  of  scholarships  for  academic 
and  professional  development  and  awards 
for  excellence  in  various  aspects  of  oncol- 
ogy care. 

National  and  international  collaborative 
relationships  with  other  oncology,  nursing, 
and  health  care  organizations  to  promote 
excellence  in  cancer  care  through  advocacy, 
education,  mentorship,  and  networking. 
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People  Living  Through  Cancer,  Inc. 

Bernadette  Lujan,  People  Living  Through  Cancer,  Albuquerque,  New  Mexico 


People  Living  Through  Cancer  (PLTC)  has  been 
a  leader  in  cancer  survivorship  in  New  Mexico 
since1983.  The  mission  of  PLTC,  as  a  grass- 
roots, community-based  organization,  is  to  pro- 
vide peer  support  services  to  people  who  have 
personal  and  family  experiences  with  cancer. 
Our  goals  are  to  provide  emotional  support  and 
educate  survivors  on  available  resources  and 
strategies  to  help  survivors  make  informed  deci- 
sions and  achieve  the  best  possible  quality  of 
life.  These  goals  are  aligned  with  the  National 
Cancer  Action  Plan  for  Cancer  Survivorship 
(CDC,  2004)  and  the  New  Mexico  Cancer  Plan 
(NMDOH,2002). 

PLTC  has  attempted  to  meet  the  needs  of  can- 
cer survivors  all  along  the  cancer  continuum. 
PLTC  offers:  support  groups  for  survivors  and 
caregivers,  one-to-one  emotional  support 
"buddies,"  information  and  referral  services, 
outreach  programs  to  underserved  populations. 
People's  Caring  Awards  recognition  event,  the 
Annual  Breast  Cancer  Candlelight  Vigil,  educa- 
tional workshops,  the  annual  survivorship  con- 
ference, the  State's  largest  consumer-based 
lending  library  of  cancer-related  materials  and 


access  to  legal  assistance  through  a  partner- 
ship with  the  New  Mexico  Bar  Association.  In 
an  effort  to  make  services  accessible  to  fami- 
lies of  all  socioeconomic  backgrounds,  we  do 
not  charge  for  our  services  and  provide  state- 
wide toll-free  telephone  support. 

Summary  of  Accomplishments 

1.  A  nationally  recognized  model  of  peer 
cancer  support  and  provides  specialized 
training  in  this  model. 

2.  Launched  the  National  Coalition  for  Cancer 
Survivorship  in  1986,  which  is  still  operating 
in  Washington  D.C. 

3.  200  active  volunteers,  including  a  16-mem- 
ber  governing  Board  of  Directors,  many  of 
whom  have  a  personal  diagnosis  of  cancer. 

4.  Lending  Library  is  an  affiliate  of  the  National 
Network  of  Libraries  of  Medicine  (2005). 

5.  Convenes  the  NM  Cancer  Survivor  Lead- 
ership Council,  a  statewide  committee 
charged  with  assessing  the  State's  prog- 
ress in  addressing  the  quality  of  life  issues 
of  those  affected  by  cancer. 
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NCI,  Division  of  Cancer  Biology 

Mouse  Models  of  Human  Cancers  Consortium 

Cheryl  Pyiarks,  Division  of  Cancer  Biology,  National  Cancer  Institute,  Bethesda,  Maryland 


The  Mouse  Models  of  Human  Cancers  Consor- 
tium (NCI-MMHCC)  is  a  program  thatthe  NCI 
initiated  in  1999.  The  primary  goal  is  to  alter 
the  genetics  of  laboratory  mice  to  simulate  the 
many  forms  of  human  cancer;  these  animal 
models  are  already  having  a  substantial  impact 
on  basic  understanding  of  many  cancers  and 
on  the  ability  to  intervene  successfully.  The  NCI 
integrates  information  generated  with  these 
models  with  human  clinical  trials  outcomes 
through  the  cancer  Biomedical  Informatics 
Grid,  or  caBIG. 

The  program  consists  of  25  groups  of  scientists 
at  75  academic  institutions  in  the  United  States 
and  abroad.  The  more  than  300  researchers 
involved  in  the  program  are  experts  in  all  aspects 
of  basic,  translational,  clinical,  and  epidemiologi- 
cal research  and  in  mouse  genetics  and  biology. 

From  the  beginning,  the  NCI-MMHCC  has 
benefited  significantly  from  the  advice  and 
perspective  of  consumer  advocates.  As 
they  set  program  priorities,  the  scientists  in 


the  program  are  regularly  reminded  of  the 
devastating  impact  of  cancer  on  the  lives 
of  patients. 

In  addition  to  her  or  his  personal  experience 
with  cancer,  each  advocate  who  was  or  is  at 
the  presenttime  affiliated  with  the  NCI-MMHCC 
contributes  other  valuable  skills.  Ms.  Harriett 
Eggert,  the  program's  first  advocate,  brought 
the  additional  perspective  of  how  to  develop  a 
successful  interactive  group  from  individuals 
with  different  research  backgrounds.  Ms.  Paula 
Kim  provided  exceptional  skill  at  developing 
outreach  to  the  private  sector  and  foundations 
and  continues  to  work  with  the  NCI-MMHCC 
Program  Director  to  devise  novel  private-public 
partnerships.  Ms.  Kathy  Walters,  an  attorney, 
supplies  business  negotiating  skills  important 
for  developing  effective  partnerships,  and  Dr. 
Gerrit  Los,  a  pharmaceutical  company  execu- 
tive, offers  advice  on  which  of  the  ongoing  NCI- 
MMHCC  research  programs  are  likely  to  have 
the  greatest  impact  on  development  of  effective 
therapeutics. 
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Us  TOO  International  Prostate  Cancer  Education  and  Support  Network 

Donald  Lynam,  Us  TOO  International  Prostate  Cancer  Education  and  Support  Network, 
Downers  Grove,  Illinois 


No  one  needs  to  face  prostate  cancer  alone. 

Us  TOO  International  Prostate  Cancer  Educa- 
tion and  Support  Network  provides  a  forum  for 
learning,  sharing,  and  caring  through  its  many 
programs  and  services  designed  for  both  men 
with  cancer  and  their  loved  ones.  You  can 
obtain  information  and  discuss  issues  within 
this  brotherhood  that  you  may  not  be  able  to 
voice  elsewhere. 

In  addition  to  providing  education  and  sup- 
port programs.  Us  TOO  is  an  active  advocate 
for  patients.  We  are  committed  to  making  sure 
patients  have  access  to  the  programs,  medica- 
tions, treatments,  and  health  care  professionals 
they  need  for  the  best  possible  outcomes. 

"To  know  the  road  ahead,  ask  those  coming 
back" — Chinese  proverb 

About  Us  TOO  International 

Us  TOO  is  a  grassroots  organization  started 
in  1990  by  prostate  cancer  survivors  to  serve 
prostate  cancer  survivors,  their  spouses/part- 
ners, and  their  families.  We  are  a  501(c)(3) 
not-for-profit  charitable  organization  dedicated 
to  helping  men  and  their  families  learn  more 
about  prostate  cancer  so  they  can  make  bet- 
ter decisions  on  treatment  options  and  cope 
with  emotional  and  quality  of  life  issues  fol- 
lowing treatment.  Ultimately,  Us  TOO  strives  to 
enhance  the  quality  of  life  for  all  those  affected 
by  prostate  cancer.  Us  TOO  and  our  more  than 


325  chapters  throughout  the  United  States  and 
internationally  reach  more  than  50,000  men  per 
month  through  discussion  groups,  lectures, 
publications,  and  presentations  by  medical 
professionals.  Visit  www.ustoo.org  or  call 
800-80-UsTOO  (800-808-7866)  or  630-795-1002 
for  more  information. 

Us  TOO  Programs  and  Services 

•  Circles  of  Love  Companions  and  Families 
Education  and  Support  Program. 

•  Special  Patient  Education  Resources, 
including:  Patient  Resource  Kit  for  Mak- 
ing Prostate  Cancer  Decisions,  What  You 
Need  to  Know  for  Better  Bone  Health,  John 
Moenck  Memorial  Resource  Center. 

Local  Support  Groups:  To  find  a  group  in 
your  area,  visitwww.ustoo.org. 

Monthly  HotSheet  Newsletter  and  NEWS 
You  Can  Use  e-News. 

Prostate  Pointers  Online  Communities  at 
www.ustoo.org  or  www.prostatepointers.org. 

Minority  and  Underserved  Populations  Out- 
reach Pilot  Program. 

Toll-Free  Patient  Support  Line:  1-800-80-UsTOO 
(1-800-808-7866)  available  Monday-Friday, 
9:00  a.m.  to  5:00  p.m.  Central  Time. 

Awareness:  Us  TOO  STRIVE  Initiative  pros- 
tate cancer  blue  wristbands,  car  magnets. 

www.ustoo.org 
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Us  TOO  New  York  Prostate  Cancer  Survivor's  Educational  and 
Support  Group 

Jack  David  Marcus,  Us  TOO  New  York  Prostate  Cancer  Survivor's  Educational  and  Support 
Group,  New  York,  New  York 


Us  TOO  New  York  is  an  independent  support 
group  for  men  with  prostate  cancer  and  their 
families.  US  TOO  New  York  offers  fellowship, 
peer  counseling,  education  about  treatment 
options,  and  discussion  of  medical  alternatives 
without  bias.  One  of  our  goals  is  to  foster  public 
awareness  of  prostate  disease. 

Us  TOO  New  York  is  a  grassroots,  self-help 
organization  created  and  administered  by 
prostate  cancer  survivors.  Our  activities 
demonstrate  care,  concern,  acceptance,  and 
understanding  while  acknowledging  the  special 
needs  of  prostate  cancer  patients.  A  number 
of  treatment  options  exist  for  prostate  cancer, 
each  of  which  carries  some  risks  and  benefits. 
Potential  physical,  psychological,  and  emotional 
side  effects  after  treatment  can  be  devastating  if 
not  addressed. 

Us  TOO  New  York  meetings  provide  a  forum 
for  medical  experts  to  inform  group  members 


about  treatment  options,  after  treatment  coun- 
seling, and  an  opportunity  for  questions  and 
answers  as  well  as  discussion  with  these 
experts.  By  being  well  informed,  men  can, 
along  with  their  doctors,  make  choices  about 
their  treatment  with  confidence. 

Us  TOO  New  York  meetings  also  provide  tre- 
mendous support  and  reinforcement  through 
peer  discussion  groups,  where  members  share 
issues,  opinions,  and  experiences.  Family  mem- 
bers are  encouraged  to  attend  and  can  also 
benefit  from  support  and  sharing  at  these  group 
meetings. 

Us  TOO  New  York  is  a  chapter  of  US  TOO! 
International,  a  501(c)(3)  charitable  organiza- 
tion founded  in  1990  by  and  for  prostate  cancer 
survivors,  their  families,  and  men  at  risk. 

Us  TOO  New  York's  website  address  is 
http://www.ustoonewyork.org. 
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NCI,  Epidemiology  and  Genetics  Research  Program 

NCI-Supported  Research  on  Breast  Cancer  and  the  Environment 
Shannon  Lynch,  Linda  Anderson,  Debbie  Winn,  Epidemiology  and  Genetics  Research 
Program,  Division  of  Cancer  Control  and  Population  Sciences,  National  Cancer  Institute, 
Bethesda,  Maryland 


The  Epidemiology  and  Genetics  Research 
Program  (EGRP)  manages  the  National  Can- 
cer Institute's  (NCI)  grant-supported  research 
on  the  etiology  of  breast  and  other  cancers. 
Since  the  early  1990s,  EGRP,  together  with  the 
National  Institute  of  Environmental  Health  Sci- 
ences (NIEHS),  has  funded  three  large-scale 
initiatives  investigating  relationships  between 
environmental  exposures  and  risk  for  breast 
cancer — the  New  England/Middle  Atlantic 
(NE/MA)  Breast  Cancer  Study,  the  Long  Island 
Breast  Cancer  Study  Project  (LIBCSP),  and 
presently,  the  four  Breast  Cancer  and  Environ- 
ment Research  Centers  (BCERCs).  NE/MA  and 
the  LIBCSP  have  played  important  roles  in 
understanding  reasons  for  the  high  rates  of 
breast  cancer  in  some  regions  of  the  country, 
and  they  have  provided  valuable  research 
results  that  have  fairly  conclusively  ruled  out 
several  suspected  environmental  agents.  Now 


with  LIBCSP  data,  researchers  are  aggres- 
sively pursuing  studies  of  gene-environment 
interactions.  A  geographic  information  system 
for  Long  Island  (LI  GIS)  also  is  available  that 
researchers  are  invited  to  use  in  exploring  re- 
lationships between  environmental  exposures 
and  breast  cancer.  Maps  from  the  LI  GIS  will 
soon  be  available  for  the  general  public  at  the 
LI  GIS  Web  site.  The  ongoing  BCERCs  focus  on 
determinants  of  puberty  in  young  girls  as  well 
as  in  animal  models  and  the  effect  of  environ- 
mental factors  on  this  process.  Congressional 
mandates  for  research,  the  emergent  role 
of  breast  cancer  advocates  in  the  research 
process,  and  the  research  findings  themselves 
have  made  and  continue  to  make  the  study  of 
breast  cancer  and  the  environment  scientifi- 
cally and  socially  unique.  EGRP  Web  site: 
www.epi.grants.cancer.gov.  LI  GIS  Web  site: 
www.healthgis-li.com. 


Poster  Summaries 


41 


Cowlitz  Indian  Tribe 

Cecelia  Konopski,  Cowlitz  Indian  Tribe,  Longview,  Washington 


The  Cowlitz  Indian  Tribe  gained  federal  rec- 
ognition on  February  14,  2000.  The  tribe  is 
expanding  services  as  it  has  become  able 
to  meet  the  needs  of  tribal  members  and  the 
community.  The  tribe's  administration  office  is 
located  in  Longview,  Washington.  The  facilities 
in  Longview  also  house  a  Natural  Resources 
Department  and  Cowlitz  Health  and  Social 
Services.  The  services  provided  at  this  location 
include  family  practice  by  an  Advanced  Regis- 
tered Nurse  Practitioner,  mental  health  services 
by  a  professional,  benefits  counseling,  alcohol 


and  chemical  dependency  counseling,  voca- 
tional rehabilitation  counseling,  and  cultural 
preservation  and  restoration  to  name  the  most 
frequently  used  services.  The  tribe  also  has 
offices  in  Toledo,  Washington,  that  consist  of 
Housing,  Accounting,  the  Tribal  Library,  Trans- 
portation, and  The  Elder's  Program,  providing 
services  in  respective  departments  to  tribal 
members.  And  the  tribe  recently  added  a  Van- 
couver, Washington,  extension  office  to  provide 
Vocational  Rehabilitation,  Housing  Services, 
and  Alcohol/Chemical  Dependency  Services. 
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Women's  Cancer  Resource  Center 

Peggy  McGuire,  Women's  Cancer  Resource  Center,  Oakland,  California 


The  Women's  Cancer  Resource  Center  (WCRC) 
is  a  cancer  advocacy,  education,  information, 
and  support  organization  serving  women  with 
cancer  and  their  supporters  throughout  the 
San  Francisco  Bay  Area.  Before  the  WCRC  was 
founded  in  1986,  no  local  agencies  focused  on 
the  needs  of  women  with  cancer. 

Today,  the  WCRC  remains  a  largely  volunteer- 
based  organization  with  a  core  group  of  55 
committed  volunteers  and  a  small  staff  of  seven. 
In  20  years  of  operation,  WCRC  has  served  more 
than  50,000  women.  With  24  partnerships  and 
collaborations,  the  WCRC  is  able  to  meet  com- 
munity needs  in  a  cost-effective  and  coordinated 
manner  without  duplication  of  services. 

WCRC's  mission  is  to:  empower  women  with 
cancer  to  be  active  and  informed  consumers 
and  survivors;  provide  community  for  women 
with  cancer  and  their  supporters;  educate  the 
general  community  about  cancer;  and  be  actively 
involved  in  the  struggle  for  a  life-affirming, 
cancer-free  society. 

Information  and  Referral  Helpline — one  in 
English  and  one  in  Spanish  links  women  with 
cancer  to  medical  and  supportive  services  and 
individualized  information  packets  created  from 
the  Center's  own  resource  library. 

Support  Groups — Nine  types  of  support  groups 
are  held  at  15times  throughout  the  month. 

In-Home  Support  Services  (Betts  Program) — 
Volunteers  help  clients  at  home  with  practical 


tasks  and  emotional  support  to  those  who 
feel  isolated. 

Educational  Workshops — workshops  dealing 
with  treatment  issues,  workshops  on  early 
detection  and  screening,  and  wellness  work- 
shops promoting  healthy  living. 

Peer  Referral  Network — links  women  with  can- 
cer to  women  with  a  similar  medical  diagnosis, 
ethnic  background,  language,  sexual  orienta- 
tion, and/or  treatment  choices. 

Cancer  Emergency  Funds — Three  funds  pro- 
vide financial  assistance  (up  to  $600  each)  to 
low-income  women  with  cancer  in  Alameda 
and  Contra  Costa  Counties. 

Sister  to  Sister  Program — provides  African 
American/Black  women  a  forum  for  discussion 
about  cancer,  a  place  for  support,  and 
a  means  to  disseminate  resources  and 
support  information. 

Latina  Services  Program — serves  Spanish- 
speaking  women  and  their  supporters  through- 
out Alameda  and  Contra  Costa  County. 

Research — ^three  collaborations  with  University 
of  California,  San  Francisco  researchers:  (1) 
reduce  breast  cancer  disparities  for  Spanish- 
speaking  women;  (2)  assist  women  in  regaining 
employment  after  breast  cancer  surgery;  and  (3) 
prevent  or  reduce  the  severity  of  secondary  arm 
lymphedema  among  breast  cancer  patients. 
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NCI,  Center  for  Cancer  Research 

A  Call  for  Partners  from  NCI's  Centerfor  Cancer  Research:  Office  of  the  Director 

Donna  Kerrigan,  Office  of  the  Director,  Centerfor  Cancer  Research,  National  Cancer  Institute^ 

Bethesda,  Maryland 


The  Centerfor  Cancer  Research  (CCR)  supports 
NCI's  goal  to  reduce  the  burden  of  cancer  by 
communicating  in  plain  language  OCR's  prog- 
ress in  understanding  the  biology  and  mecha- 
nisms operative  in  cancer's  progression  and 
by  developing  less  toxic,  more  efficacious  new 
treatments  to  counter  this  progression. 

Our  main  portal  to  communicate  our  progress 
is  the  Understanding  Cancer  series  of  educa- 
tional tutorials  located  on  the  cancer.gov 
Web  site  atwww.cancer.gov/cancertopics/ 
understandingcancer. 

Genentech  has  just  given  us  an  unrestricted 
educational  grant  to  develop  and  add  a  new 
group  of  animated  tutorials  to  the  Understanding 


Cancer  series.  Understanding  Targeted  Thera- 
pies will  include  an  overview  of  targeted  thera- 
pies followed  by  modules  on  those  appropriate 
for  breast,  lung,  colon,  blood  cancers,  mela- 
noma, and  kidney.  More  modules  will  be  added 
as  therapies  are  developed. 

With  the  help  of  DCLG  advocacy  partners, 
CCR-OD  hopes  to  build  a  patient-friendly  Web 
portal  that  will  raise  awareness  of  the  targeted 
therapies  available  in  clinical  trials  nationwide. 
Working  together  to  explain  the  rationale  for 
these  therapies,  CCR-OD  Communications  staff 
and  cancer  advocates  can  develop  clear  and 
accurate  information  to  help  patients  plan  their 
best  treatment  options. 
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Colombian  Childhood  Cancer  and  Related  Diseases  Parents 
Organization— OPNICER-Colombia 

Mauricio  Mesa,  OPNICER-Colombia,  Bogota,  Colombia 


OPNICER-Colombia  is  a  non-profit  entity  with 
legal  authorization  from  the  Secretary  of  Health 
of  Bogota  under  Resolution  No.  000874  dated  31 
August  2001  and  a  member  of  the  International 
Confederation  of  Childhood  Cancer  Parents 
Organization  (ICCCCPO). 

The  main  action  is  a  support  group  for  children 
with  cancer  and  their  families.  Reports  and 
training  on  pediatric  oncological  issues 
gives  support  and  assistance,  including 
economy  issues. 

Objectives: 

Render  emotional  and  psychological  support  to 
parents  and  children.  Promote  frequent  meet- 
ings to  exchange  experiences.  Keep  parents 
updated  about  new  psychological  and  medi- 
cal managements  in  the  treatment  of  cancer. 
Advise  and  orient  parents  in  the  arrangements 
that  shall  be  performed  before  the  Health  Pro- 
moters Companies  and  the  Institutions  Render- 
ing Health  Services  (General  Social  Security 
System).  Act  as  spokesperson  before  the 


government  and  the  international  organizations 
in  order  to  request  better  conditions  and  aid  for 
children  with  cancer.  Motivate  the  creation  of 
new  organizations  of  parents  in  other  cities  of 
the  country.  Make  aware  and  motivate  to  legis- 
late cancer  care  based  in  evidence  to  improve 
the  quality  of  attention  and  care  of  children 
and  adolescents  with  cancer  and  their  families. 
Provide  educational  material  and  an  electronic 
document,  "Return  to  school,  guideline  for  a 
child  with  cancer." 

We  represent  children  with  cancer  and  their 
families  in  the  opinions  and  suggestions  stated  in 
the  development  of  Colombian  Control  of  Cancer 
from  the  Colombian  Ministry  of  Social  Protection. 

OPNICER-Colombia  has  a  Board  of  Directors. 
Its  president,  according  to  the  statutes,  must 
be  a  mother  or  father  of  a  child  with  cancer. 
The  other  members  of  the  Board  of  Directors 
are  parents  of  children  with  cancer,  a  volunteer 
social  worker,  and  a  pediatric  oncologist. 

Web  site:  www.opnicer.org 
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International  Waldenstrom's  Macroglobulinemia  Foundation 

Who  We  Are— What  We  Do 

Judith  May,  International  Waldenstrom's  Macroglobulinemia  Foundation,  Napa,  California 


The  International  Waldenstrom's  Macroglobu- 
linemia Foundation  (IWMF)  is  a  young,  rather 
small  organization  made  up  of  patients  with 
this  rare  form  of  low-grade  lymphoma  and  their 
caregivers.  The  IWMF  was  formed  in  1994  with 
only  a  few  support  groups  and  a  small  newslet- 
ter, which  grew  over  the  next  few  years  and  was 
subsequently  incorporated  in  1998  as  a  Florida 
nonprofit  corporation.  The  IWMF  is  a  501(c) 
(3)  Foundation.  We  depend  on  our  members 
and  their  families  for  financial  contributions  to 
support  member  services,  the  annual  Educa- 
tional Forum,  and  the  IWMF  Research  Program. 
Currently  we  have  2,500  members  in  the  United 
States  and  abroad,  and  we  have  ambitious  plans 
for  expansion.  The  IWMF  offers  the  following 
services  and  programs  to  our  membership: 

IWMF  Annual  Educational  Forum — For  patients 
and  caregivers,  this  information  forum  is  held 
in  the  Spring  each  year,  where  prominent 
practitioners  and  researchers  present  the 
latest  information  in  treatment  therapies  and 
research  findings. 

Publications:  Newsletters,  Bulletins,  and  Book- 
lets— We  publish  a  quarterly  newsletter,  "The 
Torch,"  and  several  special  Bulletins  each  year. 

We  have  produced  four  Booklets  that  are  up- 
dated every  few  years:  The  Athens  Consensus 
Panel  Reports:  Defining  Waldenstrom's  Mac- 
roglobulinemia; Waldenstrom's  Macroglobu- 
linemia— A  Review  of  Therapy;  Waldenstrom's 
Macroglobulinemia — Questions  and  Answers; 


and  Treatment  Options:  A  Handbook  for 
Patients.  We  have  three  new  booklets  being 
prepared  for  publication  that  coverthe  topics 
of  Blood  Tests,  Your  Immune  System,  and  the 
Clinical  Trial  Process. 

Patient  Support  is  a  vital  function.  We  currently 
have  44  support  groups  throughout  the  United 
States,  as  well  as  four  in  Canada  and  one  each 
in  Australia  and  the  United  Kingdom.  There  is 
an  IWMF  Support  Group  Coordination  Team  that 
assists  in  the  development  of  support  groups. 

We  operate  a  hot  line,  called  The  Lifeline, 
which  connects  patients  who  seek  the  council 
of  other  patients  on  specific  issues  to  those 
with  experience. 

The  IWMF  Talk-List  is  an  Internet  listservthat 
has  more  than  900  people  registered  and  pro- 
vides for  daily  interactions  among  members. 

Research  Meetings — We  are  contributing 
sponsors  to  ongoing  international  researcher 
workgroup  meetings  where  there  are  presenta- 
tions of  recent  research  findings  resulting  in  an 
update  of  the  diagnosis  and  treatment  status  of 
Waldenstrom's  Macroglobulinemia. 

Research  Grants— Since  2000,  the  IWMF  has 
funded  13  research  projects  and  is  in  the  pro- 
cess of  reviewing  four  more. 

The  IWMF  website,  found  at  www.iwmf.com, 
provides  all  the  above  information  in  more  detail. 
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The  Witness  Project  of  Greater  Atlanta,  Inc. 

Maryalice  Omokeye  Moses  and  Chi  T.  Mathias,  The  Witness  Project  of  Greater  Atlanta, 
Inc.,  Atlanta,  Georgia 


The  Witness  Project®  of  Greater  Atlanta,  Inc., 
increases  awareness,  access  to  screenings, 
and  early  detection  practices  among  African 
American  women  in  an  effort  to  reduce  the 
mortality  and  morbidity  rates  of  breast  and 
cervical  cancers. 

The  Witness  Project®  uses  an  innovative  faith- 
based  strategy  to  reach  the  women  who  attend 
the  churches  in  our  communities. 

The  Witness  Project®  recruits  and  trains 
African  American  breast  and  cervical  cancer 
survivors,  community  health  advisors,  and  navi- 
gators who  together  share  a  message  of  faith, 
hope,  and  survival  while  promoting  awareness, 
prevention,  and  early  detection  practices. 

The  Witness  Project®  is  committed  to: 

•     Educating  women  in  the  Metro  Atlanta  area 
in  order  to  increase  their  knowledge  of 
breast  and  cervical  cancer. 


•  Increasing  utilization  of  cancer  screenings 
(e.g.,  clinical  breast  examinations,  mammo- 
grams, and  Pap  smears). 

•  Increasing  awareness  of  breast  cancer 
clinical  trials. 

•  Increasing  participation  in  appropriate 
studies  that  identify  environmental  or 
genetic  causes  of  breast  cancer. 

•  Teaching  women  to  confidently  perform 
breast  self-examinations  on  a  routine  basis 
and  recognize  other  signs/symptoms  for 
early  detection. 

•  Build  community  partnerships  that  assist 
with  recommending  ways  to  encourage 
women  to  attend  information  sessions  and 
be  proactive  in  scheduling  examinations. 

•  Provide  assistance  with  removing  any 
barriers  to  participation  such  as  cost  or 
transportation  issues. 

www.TheWitnessProjectAtlanta.org 
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Breast  Cancer  Options 

Hope/Nemiroff,  Breast  Cancer  Options,  Glenford,  New  York 


Breast  Cancer  Options  is  a  truly  grassroots 
organization  created  by  individuals  who  found 
little  practical  and  technical  information,  psy- 
chological support,  and  health  advocacy  for 
people  newly  diagnosed  or  facing  a  diagnosis 
of  breast  cancer.  Through  a  cadre  of  dedicated 
volunteers,  mostly  breast  cancer  survivors,  we 
offer  patients  the  necessary  information,  advo- 
cacy, and  support  to  lessen  the  trauma  of  their 
experience  and  make  informed  health  decisions. 
Breast  Cancer  Options  is  the  only  survivor-driven 
grassroots  breast  cancer  organization  in  the 
Mid-Hudson  Valley  providing  the  kind  of  support 
services  we  do.  We  charge  no  fees. 

Our  activities  include:  Companion/Advocate 
Program — provides  highly  trained  volunteer 
breast  cancer  survivor/advocates  who  accom- 
pany patients,  either  newly  diagnosed  or  facing 
a  possible  diagnosis  of  breast  cancer,  to  medi- 
cal appointments;  Peer-led  Support  Groups; 
Breast  Cancer  Forums — informational  sessions 
targeting  underserved  communities  throughout 
the  region;  BCO  News — weekly  educational 
e-mail  updates;  www.breastcanceroptions. 
org — an  informational  and  educational  Web 
site  providing  archives  of  BCO  News,  access 


to  a  Discount  Vitamin  Club,  information  on  the 
environment  and  breast  cancer,  and  many 
resource  links;  Healthy  Lifestyles  Support 
Series  monthly  workshops;  Breast  Cancer 
Resource  Guide — compiled  with  a  team  of 
nationally  respected  breast  cancer  specialists; 
telephone  and  e-mail  consultations — available 
at  all  times;  five  Annual  Complementary  Medi- 
cine Conferences. 

Breast  Cancer  Options  works  cooperatively 
with  other  groups  at  the  regional,  state,  and 
national  levels,  including  health  care  providers, 
but  remains  independent  and  unaffiliated  in  or- 
der to  offer  objective,  non-politicized  education 
and  information.  Breast  Cancer  Options  main- 
tains a  community  reference  library;  develops 
customized  breast  cancer  educational  materi- 
als; provides  referrals  regarding  insurance 
problems;  participates  in  national  and  local 
symposia  and  health  fairs;  publishes  an  annual 
Healthy  Lifestyle/Risk  Reduction  calendar;  and 
promotes  awareness  by  local,  state,  and  fed- 
eral officials  and  elected  representatives  of  the 
many  complex  issues  regarding  breast  cancer 
research,  treatment,  and  access  to  services. 
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NCI,  Early  Detection  Research  Network 

Early  Detection  Research  Network  Sponsored  Validation  Study  of  Serum  Markers  for 

Hepatocellular  Carcinoma 

Paul  Wagner,  Early  Detection  Research  Network,  National  Cancer  Institute,  Bethesda,  Maryland 


Primary  liver  cancer  is  the  sixth  most  common 
tumor  in  the  United  States  and  the  one  with  the 
largest  increase  in  incidence  overthe  last  de- 
cade. Patient  survival  has  increased  minimally 
in  the  past  two  decades.  Alpha-fetoprotein 
(AFP)  is  the  only  serum  marker  currently  avail- 
able for  the  detection  of  hepatocellular  cancer, 
but  its  specificity  and  sensitivity  are  low.  Devel- 
opment of  more  sensitive  and  specific  serum 
markers  for  early  detection  of  hepatocellular 
cancer  may  lead  to  better  surveillance  and 
improved  patient  survival.  A  case  control  study 
by  Dr.  Jorge  Marrero  showed  that  des-gamma 
carboxyprothrombin  (DCP)  was  significantly 
better  than  AFP  in  differentiating  hepatocel- 
lular cancer  from  non-malignant  liver  diseases 
in  American  patients.  This  current  study  is  to 
validate  these  observations  using  patients  with 
early  stages  of  hepatocellular  cancer  as  cases 
and  patients  with  compensated  cirrhosis  with 
no  evidence  of  hepatocellular  cancer  as  con- 
trols. Cirrhosis  is  a  major  risk  factor  for  hepa- 
tocellular cancer.  Patients  (450  cases  and  450 
controls)  will  be  recruited  at  six  sites.  Sera  will 
be  used  both  for  this  study  and  stored  for  future 
EDRN  validation  studies  (e.g.,  GP73,  a  Golgi- 
localized  protein,  and  SELDI-TOF). 


Aims 


1.  Determine  the  sensitivity  and  specificity  of 
DCP  for  the  diagnosis  of  early  HCC. 

2.  Compare  performance  characteristics  of  DCP, 
AFP,  and  AFP-L3%  singly  and  in  combination. 

3.  Determine  whether  demographic  or  etiol- 
ogy of  underlying  liver  disease  alter  the 
expression  of  DCP  or  AFP 

Design 

•  Case-control  study. 

•  450  cases:  modified  TNM  stage  I  and  II  HCC 
(eligible  for  liver  transplant). 

•  450  controls:  cirrhosis  without  tumor-. 

•  Specimens  collected  and  stored:  sera,  plas- 
ma, and  DNAfrom  peripheral  blood  cells. 

Participating  Institutions 

University  of  Michigan  Medical  Center, 
Ann  Arbor,  Ml  (PI,  Jorge  Marrero,  M.D.) 

University  of  Pennsylvania,  Philadelphia,  PA 

Mount  Sinai  Hospital,  New  York,  NY 

Mayo  Clinic,  Rochester,  MN 

Stanford  University,  Palo  Alto,  CA 

St.  Louis  University,  St.  Louis,  MO 

University  of  California,  Los  Angles,  CA 

Advocates'  assistance  is  appreciated  in 
accelerating  patient  accrual. 
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Women's  Cancer  Advocacy  Network 

Bridge  to  Appalachia 

Rebecca  G.  Morris,  Women's  Cancer  Advocacy  Network,  Glen  Allen,  Virginia 


Access  to  quality  health  care  in  the  state  of 
Virginia  is  not  a  reality  in  many  rural  areas.  For 
the  thousands  of  uninsured  men,  women,  and 
children  in  the  remote  western  mountains  of 
Appalachia  Virginia  and  Kentucky,  their  only 
medical,  dental,  and  vision  care  is  at  the  Remote 
Access  Medical  Clinic,  held  at  the  end  of  July 
at  the  county  fairgrounds  in  Wise,  Virginia. 

In  association  with  the  University  of  Virginia, 
Virginia  Commonwealth  University,  and  the 
St.  Mary's  Health  Wagon,  more  than  900  vol- 
unteer doctors,  dentists,  medical  students, 
nurses,  pharmacists.  Lion's  Club  members,  and 
Women's  Cancer  Advocacy  Network  (WCAN) 
patient  advocate  volunteers  from  Virginia, 
Maryland,  and  North  Carolina  provide  more 
than  $1,000,000  in  free  care  and  education  at 
this  three-day  event,  the  largest  clinic  for  the 
uninsured  in  the  United  States.  Many  men, 
women,  and  children  wait  in  line  all  night  to 
get  the  only  care  they  have  access  to  all  year. 
Total  patient  encounters  in  2005  were  6,397. 

For  the  past  five  years,  WCAN  has  provided 
breast  cancer  awareness  education  on  the 


risk  factors,  symptoms,  screening  guidelines, 
and  breast  self-exam  information  (if  they  so 
choose)  and  other  women's  cancer  informa- 
tion to  approximately  600  women  in  our  tent. 
More  than  14,500  cancer  awareness  brochures 
and  literature  in  the  appropriate  age  group  and 
reading  level  have  been  distributed  to  those 
waiting  in  line  or  visiting  our  tent.  Many  women 
have  mammograms  and  Pap  smears  and  hear 
about  breast  self-exam  for  the  first  tune.  WCAN 
also  provides  an  activities  tent  for  children, 
while  women  learn  about  breast  and  women's 
cancers.  Volunteers  hold  the  patient's  place  in 
line  for  other  services,  so  they  can  attend  our 
educational  sessions  without  losing  their  place 
for  medical/dental/vision  care. 

The  Women's  Cancer  Advocacy  Network  is  an 
organization  of  experienced  advocates  devoted 
to  reaching  and  working  on  behalf  of  women 
and  their  social  supports  and  educating  patients, 
practitioners,  and  policy  makers  about  new  and 
effective  ways  to  manage  women's  cancer. 

Together,  WeCAN  make  a  difference! 
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American  Geriatrics  Society  Cancer  and  Aging  Special  Interest  Group 

Ira  R.  Parker,  Department  of  Medicine,  University  of  California,  San  Diego, 
La  Jolla,  California 


The  American  Geriatrics  Society  (AGS)  is  a 
nationwide,  not-for-profit  association  of  6,500 
geriatrics  health  care  professionals,  research 
scientists,  and  other  concerned  individuals 
dedicated  to  improving  the  health,  indepen- 
dence and  quality  of  life  of  all  older  people. 

Nearly  25  percent  of  the  American  population 
will  be  more  than  65  years  of  age  within  30  years. 
For  the  first  time  in  our  history,  people  aged  85 
and  older  represent  the  fastest  growing  segment 
of  our  population.  As  cancer  is  a  leading  cause 
of  infirmity,  death,  and  loss  of  quality- of- life  for 
the  elderly,  an  emerging  healthcare  discipline, 
Geriatric  Oncology,  has  evolved  to  deal  with  the 
unique  medical/nursing/psycho-social  needs  of 
those  seniors  afflicted  with  cancer. 

AGS's  "Cancer  and  Aging  Special  Interest 
Group"  is  an  interdisciplinary  assemblage  of 


professionals  with  experience  in  geriatrics, 
gerontology,  and  oncology  whose  collective 
mission  is:  (l)to  promote  multidisciplinary- 
centered  cancer  prevention,  assessment,  and 
management  of  older  adults;  (2)  to  promote 
education  and  training  in  geriatric  oncology 
concepts;  (3)  to  promote  research  in  geriatric 
oncology;  (4)  to  facilitate  linkages  among  those 
organizations  and  institutions  that  serve  or 
focus  upon  geriatric  and/or  oncologic  causes; 
and  (5)  to  champion  and  advocate  for  those 
elders  and  their  families  who  are  impacted 
by  cancer. 

AGS's  "Cancer  and  Aging  SIG"  recognizes  the 
vast  importance  of  advocacy  and  the  benefits 
of  networking/collaboration  with  our  colleagues 
in  the  disciplines  of  geriatrics  and  oncology. 
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NCI,  Early  Detection  Research  Network 

EDRN  Knowledge  Environment:  An  Integrated  Informatics  Platform  Supporting  Cancer 

Biomarker  Discovery  Through  Early  Detection 

Donald  Johnsey,  Early  Detection  Research  Network,  National  Cancer  Institute,  Bethesda,  Maryland 


The  Early  Detection  Research  Network  (EDRN) 
at  the  National  Cancer  Institute  (NCI)  has  spon- 
sored biomarker  research  in  bringing  together 
scientific  and  clinical  expertise  from  leading 
institutions.  This  is  done  in  order  to  discover 
biomarkersforthe  detection  of  precancerous 
and  cancerous  cells  in  determining  the  risks 
for  developing  cancer,  as  well  as  to  quickly 
move  new  discoveries  into  the  clinical  valida- 
tion process.  EDRN  promises  to  accelerate 
scientific  discovery  by  establishing  a  research 
infrastructure  enabling  cross-disciplinary  and 
integrated  cancer  research  between  cancer 
centers  in  order  to  identify  markers  at  their 
earliest  stages.  Informatics  plays  a  critical  role 
in  enabling  such  an  infrastructure  by  laying  the 
foundation  to  support  data  capture,  processing, 
and  distribution  of  critical  biomarker  informa- 
tion across  the  entire  network. 

The  EDRN  has  identified  several  informatics 
goals  that  establish  an  infrastructure  and  a  set 
of  tools  that  enable  the  EDRN  research  insti- 
tutions to  plug  together  to  form  an  dynamic, 
grid-based  knowledge  system  for  collaboration 
between  research  institutions.  Grid  computing 
allows  EDRN  to  leverage  emerging  technolo- 
gies to  establish  a  virtual  organization  that 
transcends  traditional  institutional  boundaries. 
This  EDRN  informatics  architecture  consists  of 


major  components  including  a  virtual  specimen 
repository  called  "ERNE,"  the  Validation  Study 
Information  Management  System  (VSIMS),  the 
EDRN  Catalog  and  Archive  System  for  captur- 
ing science  information  called  "eCAS,"  and  a 
biomarker  database  for  capturing  and  annotat- 
ing information  about  biomarkers  both  in  the 
pipeline  and  in  published  literature  from  EDRN 
studies.  The  EDRN  informatics  architecture 
leverages  work  of  the  EDRN  to  establish  a  set 
of  Common  Data  Elements  (CDEs)  for  describ- 
ing critical  information  managed  and  used 
across  EDRN  and  allowing  each  of  these  infor- 
mation components  to  be  tied  together  despite 
being  deployed  at  remote  sites  at  a  national 
level.  Each  of  these  components  allow  both  new 
and  existing  data  artifacts  within  EDRN  to  be 
accessed  and  shared  despite  the  heterogene- 
ity of  the  EDRN  cancer  centers  and  associated 
informatics  systems.  In  addition,  the  EDRN 
Knowledge  Environment  will  provide  access 
to  the  virtual  EDRN  knowledge  space  via  a 
common  portal  that  will  enable  searching 
across  the  distributed  repositories  of  infor- 
mation captured  and  managed  within  EDRN, 
providing  a  "one-stop  shop"  for  researchers  to 
navigate  the  wealth  of  information  produced 
by  the  program.  EDRN  is  closely  working  with 
caBIG  to  integrate  EDRN's  developed  tools 
within  the  caBIG  grid. 
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Dia  de  la  Mujer  Latina,  Inc. 

Venus  Gines,  Dia  de  la  Mujer  Latina,  Inc.,  Tucker,  Georgia 


Since  1997,  Dia  de  la  Mujer  Latina  (DML),  a 
501(c)  non-profit  organization,  has  achieved 
tremendous  success  in  addressing  health 
disparity  among  our  Latino  population  because 
of  its  partnership  with  community-based  orga- 
nizations, metropolitan  hospitals/county  clinics, 
local  businesses,  and  dedicated  volunteers 
through  its  health  fiestas  model.  DML  provides 
Latinas  with  free  or  low-cost  breast  and  cervi- 
cal cancer  education/screening,  HIV  tests, 
vision  tests,  STDs  tests,  diabetes  screening, 
and  pregnancy  tests  in  addition  to  domestic 
violence  education. 


This  one-day  health  fiesta  is  widely  anticipated 
in  our  Latino  community,  and  we  have  suc- 
ceeded in  eliminating  some  of  the  cultural  and 
system  barriers  to  access  to  care  within  this 
population  at  risk.  We  address  issues  unique 
to  our  Latino  youth,  such  as  teen  drinking, 
smoking,  pregnancy,  and  violence.  Although 
the  health  fiesta  was  initially  focused  on  breast 
cancer  screening,  it  is  now  a  site  for  health 
awareness  and  preventative  care  for  the  entire 
Latino  family. 
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Omega  Life  Program 

Why  Should  We  Care  About  Palliative  Care? 

Leslie  Piet,  Omega  Life  Program,  Johns  Hopkins  HealthCare,  LLC,  Baltimore,  Maryland 


The  Omega  Life  Program  was  started  in  2002 
to  help  support  cancer  patients  navigating  the 
health  care  system.  Facing  a  potentially  life- 
threatening  illness  is  difficult.  Multiple  areas 
of  medical  specialties  become  involved,  com- 
munications can  be  fragmented,  and  symptoms 
may  be  poorly  controlled.  Figuring  out  who  to 
call  can  be  a  nightmare  for  a  sick  patient  and  a 
frightened  family. 

This  program  is  a  free  insurance  benefit  for 
Priority  Partners,  Uniform  Services  Family  Health 
Plan  members  at  Johns  Hopkins  HealthCare.  It  is 
voluntary,  and  no  paper  referrals  are  necessary. 

Patients  and  families  in  the  Omega  Life  Pro- 
gram have  a  registered  nurse  case  manager 


who  helps  with  health  care  education,  symptom 
management,  coordination  of  care,  educa- 
tion about  insurance  benefits,  assessment  of 
patient  goals  of  care,  and  facilitation  of  commu- 
nication. This  can  include  working  as  needed 
with  patients  and  families  on  growth  and 
development  issues  pertinent  to  life's  end. 
Patients  are  taught  to  think  of  the  nurse  "like 
411,  never  911."  Nurses  are  easily  accessed 
by  phone,  pager,  or  e-mail  from  8  a.m.-9  p.m., 
7  days  a  week. 

Advocacy  from  the  Omega  Life  Program  has 
been  very  well  received  by  patients,  families, 
and  providers.  There  are  now  two  full-time 
nurses  and  a  case  management  assistant 
devoted  to  these  families. 
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NCI,  Cancer  Therapy  Evaluation  Program 

Document  Management,  Authoring,  Review,  and  Tracking  System  (Docu-MART) 
Steven  Friedman,  Cancer  Therapy  Evaluation  Program,  Division  of  Cancer  Treatment  and 
Diagnosis,  National  Cancer  Institute,  Bethesda,  Maryland 

Docu-MART  is  a  collaborative  effort  between 
the  National  Cancer  Institute/Cancer  Therapy 
Evaluation  Program  (NCI/CTEP),  the  Cancer  and 
Leukemia  Group  B  (CALGB),  Eastern  Coopera- 
tive Oncology  Group  (ECOG),  and  the  Southwest 
Oncology  Group  (SWOG). 


Docu-MART  is  a  system  of  software  applica- 
tions utilizing  both  desktop  and  Web  tech- 
nologies developed  to  assist  in  the  authoring, 
review,  and  tracking  of  clinical  trial  protocol 
documents.  Protocols  can  be  authored  using 
predefined  structured  protocol  representa- 
tions using  XMLtemplates.  The  application  is 
planned  to  assist  in  reducing  the  administra- 
tive burden  of  protocol  development  so  that 
investigators  can  focus  on  scientific  integrity. 
Docu-MART  will  help  increase  the  efficiency  of 


clinical  trial  document  development  and 
approval  by  leveraging  the  use  of  standard 
templates,  standard  document  structure, 
auto  content  generation,  online  reviewing  and 
approval,  automated  notifications,  and  tracking 
of  the  document  through  its  lifecycle.  The  tech- 
nology is  being  developed  by  Capital  Technol- 
ogy Information  Services,  Inc.,  (CTIS)  on  behalf 
ofNCI/CTER 

Docu-MART  solution  can  be  adapted  to  can- 
cer Biomedical  Informatics  Grid  (caBIG™) 
requirements  and  complement  the  Biomedical 
Research  Integrated  Domain  Group  (BRIDG) 
activities  under  the  Clinical  Trials  Manage- 
ment Systems  (CTMS)  workspace  for  protocol 
authoring  and  tracking. 
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Florida  Breast  Cancer  Coalition 

Nan  Vail  Den  Bergh,  School  of  Social  Work,  Florida  International  University,  Miami,  Florida 


Florida  Breast  Cancer  Coalition  (FBCC)  was  cre- 
ated ten  years  ago  as  a  grassroots  organization 
with  the  primary  mission  of  advocacy  for  the 
elimination  of  breast  cancer.  Within  the  state 
of  Florida,  FBCC  has  established  a  vehicle  for 
raising  money  for  breast  cancer  research  and 
education  through  the  sale  of  a  specialty  license 
tag.  To  date  $1,000,000  has  been  raised,  and 
those  monies  have  been  allocated  to  research 
and  education  projects  related  to  breast  can- 
cer. As  pertains  to  research,  investigators  from 
the  state  of  Florida  who  have  submitted  a  grant 
to  the  Department  of  Defense  Breast  Cancer 
Research  Program  who  were  not  funded  may 
be  considered  for  a  grant  through  the  FBCC 


Research  Foundation  (FBCCRF).  During  the  last 
year,  the  FBCCRF  created  the  Education  Commit- 
tee. Last  year  we  allocated  $25,000  in  grants  to 
organizations  within  Florida  for  innovative  breast 
cancer  outreach  and  education  programs. 

This  poster  will  display  information  about  FBCC 
and  its  mission,  including  content  pursuant  to 
the  specialty  license  tag.  It  will  also  be  pos- 
sible to  show  the  types  of  research  projects 
that  have  been  funded  as  well  as  the  commu- 
nity education  grants.  This  poster  should  be 
of  interest  to  many  Summit  participants  and  it 
may  encourage  them  to  begin  similar  initiatives 
within  their  own  states. 
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SuperSibs! 

Sandi  Ring,  SuperSibs!,  Rolling  Meadows,  Illinois 


What  is  SuperSibs!? 

SuperSibs!  is  a  national  not-for-profit  organiza- 
tion based  in  Illinois  that  serves  to  honor,  sup- 
port, and  recognize  the  brothers  and  sisters  of 
children  with  cancer.  Our  goal  is  to  help  siblings 
re-define  the  "cancer  experience"  so  they  can 
better  face  the  future  with  strength,  courage, 
and  hope. 

Who  does  SuperSibs!  serve? 

SuperSibs!  provides  free,  ongoing  services 
to  children  between  the  ages  of  4  and  18  who 
reside  in  the  United  States  or  Canada  and  who 
have  (or  have  had)  a  brother  or  sister  with 
cancer. 

What  kind  of  support  does  SuperSibs!  offer? 

SuperSibs!  offers  services  in  two  main  catego- 
ries for  the  siblings: 

Surprise  and  Delight  Services — ^the  wonderful 
upbeat  mailings  sent  to  siblings  via  the  mail 
approximately  5  times  a  year.  These  fun  mail- 
ings are  to  bring  smiles,  hope,  support,  and 
recognition  to  these  brothers  and  sisters  of 
pediatric  cancer  patients.  Examples  of  these 
mailings  have  been  T-shirts,  trophies,  CD  cases, 
computer  games,  Smilecards,  and  more! 

Outreach  and  Advocacy  Services — the  ongoing 
support  and  education  components  of  our  pro- 
gram. These  mailings,  approximately  4-5  times 
per  year,  include  tools  that  will  help  the  siblings 
manage  through  this  difficult  life  challenge. 
Materials  include  journals,  newsletters,  books, 
a  moderated  and  mediated  teen  chat  room  that 
launched  in  March  2006,  and  more. 


SuperSibs!  offers  information  for  parents 
and  professionals: 

In  addition  to  providing  direct  services  of  sup- 
port for  the  children,  we  work  hard  to  raise 
awareness  of  the  need  for  integrated  sibling 
support  across  many  venues.  SuperSibs!  pres- 
ents educational  sessions  for  parents,  hospital 
and  school  professionals,  and  cancer-related 
organizations  so  that,  together,  we  can  better 
meet  the  needs  of  these  "shadow  survivors." 
Also,  when  possible,  SuperSibs!  provides  sup- 
port services  or  information  for  local  hospital 
picnics,  parties,  and  cancer-related  walks  to 
show  special  support forthe  siblings! 

How  does  SuperSibs!  help  the  siblings? 

Being  part  of  a  group  always  helps  one  feel 
like  they  belong  somewhere.  Because  brothers 
and  sisters  of  children  with  cancer  are  often 
excluded  from  hospital  visits,  meetings  with 
doctors,  procedures,  and  support  programs, 
they  often  feel  invisible,  isolated,  confused,  and 
abandoned.  SuperSibs!  was  established  to  be 
THEIR  organization — specifically  for  kids  like 
themselves.  These  are  a  growing  number  of 
children  who  have  something  in  common — a 
sibling  battling  cancer.  Our  FREE  services  are 
ongoing,  directly  via  the  mail  with  THEIR  names 
on  it — and  validates  that  siblings  are  impor- 
tant. .  .important  enough  for  a  whole  organiza- 
tion to  be  created  and  dedicated  to  them! 

www.supersibs.org 
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Abigail  Alliance 

Paul  Parry,  Abigail  Alliance,  Arlington,  Virginia 


The  Abigail  Alliance  for  Better  Access  to 
Developmental  Drugs  provides  assistance  in 
accessing  investigational  products  for  patients 
with  serious  and  life-threatening  diseases  who 
have  exhausted  all  approved  treatment  options. 
Our  volunteers  seek  access  to  clinical  trials, 
provide  referrals  to  specific  investigators  and 
disease-specific  non-profit  groups,  and  work 
with  drug  sponsors  to  encourage  the  creation 
of  Treatment  IND,  Expanded  Access,  and  other 
compassionate  use  programs. 

In  addition,  the  Abigail  Alliance  works  on  behalf 
of  our  members  to  educate  the  public  and  all 
three  branches  of  government  about  the  need  to 
make  the  drug  development  system  work  for  the 
most  vulnerable  patients.  We  advocate  stream- 
lined approval  processes  for  compassionate 


use  programs,  clinical  trial  designs  that  con- 
tinually adapt  to  gained  knowledge,  and  the 
application  of  risk-benefit  assessments  that 
contemplate  the  known  risks  of  not  treating 
life-threatened  patients. 

The  Alliance  was  founded  by  21-year-old 
Abigail  Burroughs  and  her  father  Frank  prior 
to  Abigail's  death  from  head  and  neck  cancer 
in  June  of  2001.  Abigail's  death  followed  a  long 
battle  to  gain  access  to  investigative  drugs  that, 
we  now  know,  provided  a  reasonable  chance 
for  her  survival.  We  are  a  501(c)3  organization 
that  is  supported  entirely  by  donations  from 
individuals  and  private  foundations  and  neither 
solicits  nor  accepts  grants  from  the  pharma- 
ceutical industry. 
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Sharsheret 

Elana  Silber,  Sharsheret,  Teaneck,  New  Jersey 


Sharsheret  is  a  national  not-for-profit  organiza- 
tion of  cancer  survivors  dedicated  to  addressing 
the  unique  concerns  of  young  Jewish  women 
facing  breast  cancer.  Founded  in  December  2001 
by  a  young  breast  cancer  survivor,  the  organi- 
zation provides  culturally  sensitive  support  to 
young  Jewish  women  who  are  newly  diagnosed 
as  well  as  to  those  facing  the  risk  of  develop- 
ing breast  cancer  and  offers  culturally  relevant 
resources  for  Jewish  communities  and  health 
care  organizations. 

In  response  to  the  needs  of  young  women  fac- 
ing breast  cancer,  Sharsheret  has  launched 
three  core  programs: 

•  The  Link  Program  connects  young  women 
facing  breast  cancer  with  volunteers  who 
can  offer  culturally  sensitive  peer  support. 
Callers  are  matched  on  a  one-to-one  basis 
with  "Links"  who  can  speak  to  their  specific 
concerns,  personal  and  medical. 

•  The  Outreach  and  Education  Program  edu- 
cates health  care  professionals  and  breast 
cancer  organizations  about  the  concerns 
unique  to  young  women  facing  breast  can- 
cer, as  well  as  the  specific  needs  of  Jewish 


women  through  medical  symposia,  outreach 
events,  and  Sharsheret's  new  culturally  sen- 
sitive Resource  Series.  We  have  partnered 
with  established  cancer  organizations  such 
as  the  Lance  Armstrong  Foundation  and  the 
Susan  G.  Komen  Breast  Cancer  Foundation 
to  present  health  care  symposia  at  major 
medical  centers,  including:  "Breast  Cancer 
and  Fertility,"  "How  Do  We  Care  For  Our 
Children?"  "Breast  Cancer  Genetics:  Impact 
on  the  Jewish  Woman  and  Her  Family," 
"Surviving  Young:  Life  After  Breast  Cancer," 
and  "Hormones  and  Breast  Cancer:  Through 
Treatment  and  Beyond." 

The  Quality  of  Life  Program  addresses  many 
of  the  common  concerns  of  young  cancer 
patients  during  treatment  and  recovery. 
These  initiatives  currently  include  Embrace, 
a  support  program  for  young  women  living 
with  advanced  breast  cancer.  Busy  Box, 
educational  materials  for  parents  undergoing 
breast  cancer  treatment  as  well  as  activities 
to  occupy  young  children  while  their  mothers 
are  in  treatment,  and  Best  Face  Forward,  tips 
and  supplies  to  address  the  cosmetic  side 
effects  of  breast  cancer  treatment. 
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NCI,  Early  Detection  Research  Network 

Associate  Membership  Program 

Padma  Maruvada,  Early  Detection  Research  Network,  National  Cancer  Institute, 

Bethesda,  Maryland 


NCI's  Early  Detection  Research  Network 
(EDRN)  is  a  consortium  of  scientists  committed 
to  early  detection  of  cancer  and  development 
of  biomarkers  that  enable  cancer  detection.  In 
order  to  expand  and  enhance  EDRN's  efforts, 
the  network  offers  several  opportunities  in  the 
form  of  Associate  Membership  to  individuals 
who  are  interested  in  conducting  and  advocat- 
ing for  collaborative  research  in  cancer  detec- 
tion, diagnosis,  and  prognosis.  The  program  is 
designed  for  investigators  or  advocates  who 
are  not  currently  affiliated  with  EDRN  and  wish 
to  propose  collaborative  studies  within  the 
scope  and  objectives  of  the  EDRN.  Associate 
Members  can  contribute  to  the  Network  by 
sharing  technologies  or  novel  biomarker  dis- 
covery programs,  contributing  specimens, 


making  high-risk  registries  and  cohorts  avail- 
able, bringing  promising  biomarkers  for 
validation  through  EDRN,  and  providing  other 
resources  complementary  to  the  Network. 
Resources  available  through  EDRN  include 
technologies,  specimens,  high-risk  registries, 
and  cohorts.  The  Associate  Membership  is  not 
limited  to  researchers  and  is  also  available  to 
clinicians,  patient  advocates,  and  public  health 
specialists  interested  in  promoting  research 
and  programs  on  early  detection  of  cancer. 

Individuals  who  wish  to  become  Associate 
Members  can  find  more  information  at  http:// 
www3.cancer.gov/prevention/cbrg/edrn/ 
associate.html  or  contact  Dr.  Padma  Maruvada, 
Program  Director,  at  maruvadp@mail.nih.gov. 
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Bay  Area  Breast  and  Cervical  Health  Collaborative 

Bonnie  Wheatley,  Bay  Area  Breast  and  Cervical  Health  Collaborative,  Oakland,  California 


The  Bay  Area  Breast  and  Cervical  Health  Col- 
laborative is  part  of  a  network  of  10  Regional 
Cancer  Detection  Partnerships  (RCDPs)  funded 
by  the  Department  of  Health  Services,  Cancer 
Detection  Section.  As  an  RCDP,  the  Bay  Area 
Partnership  works  to  assure  that  women  from 
all  parts  of  our  service  area  (Alameda,  Contra 
Costa,  Marin,  San  Francisco,  San  Mateo,  and 
Solano  Counties)  receive  access  to  services. 
Partnerships  work  to  make  controlling  breast 
and  cervical  cancer  a  public  health  priority  by 


bringing  together  local  communities  and  devel- 
oping collaborative  relationships  that  provide: 
public  education  and  support  for  women;  client 
support  services  in  order  to  reduce  barriers 
to  care;  advocacy  for  and  help  to  ensure  ac- 
cess, quality,  and  the  cultural  relevance  for  the 
underserved;  support  for  physicians  and  health 
professionals;  and  strategies  to  improve  clinic 
management  systems  related  to  tracking, 
follow-up,  and  re-screening. 
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Intercultural  Cancer  Council 

Frankie  Denise  Powell,  College  of  Nursing  and  Health  Professions,  Drexel  University, 
Philadelphia,  Pennsylvania 


Initiated  in  1987  and  formally  established  in 
1995,  the  Intercultural  Cancer  Council  (ICC) 
is  a  well-respected  national  organization  that 
"promotes  policies,  program,  partnerships, 
and  research  to  eliminate  the  unequal  burden 
of  health  disparities  among  racial  and  ethnic 
minorities  and  underserved  populations  in  the 
United  States  and  its  territories."  The  major 
areas  of  work  of  the  ICC  are  the 

National  Network 
Biennial  Symposium 
Public  Policy 
Research 
Resources 

Through  a  cooperative  agreement  with  the  Cen- 
ters for  Disease  Control  and  Prevention,  the  ICC 
developed  a  National  Network  and  subsequent 
Regional  structure.  Members  are  individuals  in 
health  care  professions,  governmental  agencies, 
universities,  community  agencies,  and  organiza- 
tions. Many  are  also  cancer  survivors.  The  ICC 
comes  together  at  the  Biennial  Symposium  that 
offers  the  opportunity  for  attendees  to  meet  and 


dialogue  about  cancer  with  doctors,  research- 
ers, advocates,  government  policy  makers, 
and  survivors. 

The  ICC  Caucus  is  an  independent  organization 
that  supports  12  public  policies.  These  include 
barriers  to  effective  pain  management  and  pallia- 
tive care,  tobacco  control,  increased  funding  for 
access  to  screening,  and  better  data  collection. 

The  research  efforts  of  the  ICC  are  a  recently 
formed  alliance  with  Baylor  College  of  Medi- 
cine and  Genetech,  Inc.,  to  improve  the  partici- 
pation of  minorities  and  underserved  patients 
in  clinical  oncology  and  asthma  research  trials. 
Over  the  next  3  years,  members  of  the  ICC 
National  Network  will  also  assist  each  of  the 
states  in  enhancing  the  inclusiveness  of  the 
state  cancer  plans. 

A  well-known  resource  of  the  ICC  National 
Network  is  its  Cancer  Fact  Sheets.  The  fact 
sheets  can  be  downloaded  from  the  Web  site  at 
http://iccnetwork.org.  The  newest  publication  is 
Cultural  Competence  in  Cancer  Care:  A  Health 
Care  Professional's  Passport. 
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NCI,  Applied  Research  Program 

Summary  of  Tools  and  Research  Resources 

Emily  Dowling,  Applied  Research  Program,  Division  of  Cancer  Control  and  Population 

Sciences,  National  Cancer  Institute,  Bethesda,  Maryland 


The  Applied  Research  Program  (ARP)  is  one  of 
five  programs  in  the  National  Cancer  Institute's 
(NCI)  Division  of  Cancer  Control  and  Population 
Sciences  (DCCPS).  ARP's  mission  is  to  assess 
patterns  and  trends  in  cancer-associated 
health  behaviors,  practices,  genetic  suscep- 
tibility, health  services,  and  outcomes.  ARP 
monitors  and  evaluates  these  factors  to  deter- 
mine their  influence  on  patterns  and  trends  in 
cancer  incidence,  morbidity,  mortality,  survival, 
costs,  and  health-related  quality  of  life.  Identify- 
ing, measuring,  and  monitoring  patterns  in  can- 
cer risk  factors,  health  services  utilization,  and 
outcomes  across  various  racial,  ethnic,  and 
socioeconomic  and  other  population  subgroups 
is  an  integral  component  of  ARP's  work. 

ARP  supports  three  primary  activities  to  gener- 
ate research  resources  for  investigators:  (1 ) 
research  networks,  (2)  studies  and  surveys, 
and  (3)  research  tools,  including  instrumenta- 
tion and  data  linkages.  Research  networks, 
such  as  the  Cancer  Research  Network  and  the 


Breast  Cancer  Surveillance  Consortium,  have 
established  new  approaches  to  data  collection, 
sharing,  and  analysis.  These  approaches  allow 
investigators  to  deepen  their  understanding  of 
barriers  to  cancer  prevention,  early  detection, 
treatment,  and  health  care  services  in  commu- 
nity settings  and  how  these  affect  quality  of  life 
and  other  cancer  outcomes.  Surveys  and  stud- 
ies supported  and  managed  by  ARP,  such  as 
the  California  and  the  National  Health  Interview 
Surveys  (CHIS  and  NHIS)  and  the  Tobacco  Use 
Supplement  to  the  Current  Population  Survey 
(TUS-CPS),  provide  critical  insight  into  cancer 
risk  behaviors,  access  to  and  receipt  of  care 
and  services,  and  other  cancer-related  out- 
comes. Research  tools  developed  by  ARP  staff, 
including  the  SEER-Medicare  data  linkage, 
dietary  assessment  instruments,  and  guidance 
for  questionnaire  development  and  testing,  have 
facilitated  progress  in  cancer-related  epidemio- 
logic, surveillance,  and  health  services  research. 

http://appliedresearch.cancer.gov 
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Native  People's  Circle  of  Hope 

Celeste  Whitewolf,  Native  People's  Circle  of  Hope,  Tigard,  Oregon 


Native  People's  Circle  of  Hope  (NPCOH)  is  a 
coalition  of  Native  American  cancer  support 
groups  whose  mission  is  to  provide  hope,  an 
improvement  of  communication,  support,  edu- 
cation, and  advocacy  for  the  cancer  survivor. 
Chapters  are  located  in  Arizona,  Okalahoma, 
Alaska,  Oregon,  Idaho,  and  Montana.  The  chap- 
ters are  community-based  organizations  that 
provide  support  to  local  Native  cancer  survi- 
vors, families,  and  caregivers. 

NPCOH  activities  include: 

•     the  "Medicine-Bag"  Project — the  gifting 
to  newly  diagnosed  cancer  survivors 
regardless  of  ethnic  background  those 
items  that  them  might  need  during  their 
cancer  treatment; 


•  the  "Native  Hope"  Project — the  wearing 
of  yellow  Native  regalia  as  a  showing  of 
support  for  cancer  survivors;  and 

•  the  annual  "Roots  of  Strength"  national 
conference  for  native  cancer  survivors, 
their  family  members,  caregivers,  and 
medical  providers.  This  conference 
focuses  on  providing  cancer  survivorship- 
specific  information. 

Training  activities  focus  on  "How  to  Start 
Your  Own  Cancer  Support/Leadership" 
two-day  classes  and  "Preparing  Advance 
Medical  Directives." 

Please  go  to  www.nativepeoplescoh.org  for 
more  information. 
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R.A.  Bloch  Cancer  Foundation 

Rosanne  B.  Wickman,  R.A.  Bloch  Cancer  Foundation,  Kansas  City,  Missouri 


"Having  cancer  is  bad  enough!  Not  knowing 
what  to  do  about  it  is  even  worse." 

Richard  A.  Bloch— the  "R"  in  H&R  Block,  knew 
that  firsthand.  In  1978,  he  was  diagnosed  with 
Stage  4  lung  cancer  and  told  he  had  three 
months  to  live.  Instead  of  accepting  a  death 
sentence,  he  fought  back.  He  found  an  oncolo- 
gist who  treated  him  aggressively,  and  two  years 
later  Bloch  was  declared  cancer-free.  He  devoted 
the  rest  of  his  life  (he  died  in  2004  of  heart  failure) 
to  helping  people  fight  and  beat  cancer. 

The  R.A.  Bloch  Cancer  Foundation's  goal  is  to 
help  people  diagnosed  with  cancer  achieve 
the  best  and  quickest  possibility  of  recovery. 
We  advocate  getting  a  second  opinion  upon 
diagnosis  and  becoming  well-educated  about 
cancer  and  its  treatments.  Our  mantra  for  peo- 
ple diagnosed  with  cancer  is  to  seek  prompt, 
proper,  and  thorough  treatment.  Founded  in 
1980,  our  services  are  free,  and  we  never  solicit 
financial  donations  from  the  people  we  serve. 

The  Bloch  Cancer  Hotline,  (800)  433-0464, 
provides  peer-to-peer  counseling  by  phone 
to  callers  through  our  national  network  of 
nearly  500  cancer  survivors,  by  matching 
callers  with  someone  who  has  survived  the 
same  type  of  cancer. 

Volunteers  in  our  Kansas  City,  Missouri,  office 
answer  calls  and  e-mails  from  around  the 
world.  Our  home  volunteers  provide  firsthand 
information,  inspiration,  and  support  to  patients 
who  need  to  hear  that  they  too  can  survive. 
Callers  can  leave  messages  at  night,  and  we 
monitor  and  return  calls  on  weekends. 


We  always  are  looking  for  more  volunteers  to 
provide  as  close  a  match  as  possible  and  infor- 
mation on  the  latest  treatments  and  procedures. 
We  prefer  survivors  who  are  at  least  a  year  past 
the  end  of  active  treatment  and  who  desire  to 
reach  out  to  others  going  through  cancer. 

The  Hotline  distributes,  individually  and  in  bulk, 
three  books  Richard  and  Annette  Bloch  wrote 
for  cancer  patients  and  their  supporters:  Guide 
for  Cancer  Supporters,  Cancer.. .There's  Hope, 
and  Fighting  Cancer.  Treatment  and  support  or- 
ganizations from  coast  to  coast  give  our  books 
to  their  patients/clients.  All  the  books  are  free, 
although  we  ask  a  small  fee  for  cases  of  books 
to  coverthe  shipping  charges. 

Our  Web  site,  www.blochcancer.org,  provides 
a  link  to  the  National  Cancer  Institute's  PDQ 
program,  which  provides  people  with  the  most 
current  information  available  on  specific  can- 
cers and  their  treatments.  Early  in  his  cancer- 
fighting  efforts,  Richard  Bloch  conceived  of  and 
helped  the  NCI  set  up  its  PDQ  capability.  Visi- 
tors to  the  Bloch  Web  site  also  can  find  the  text 
of  the  Blochs'  books  as  well  as  other  informa- 
tion for  patients  and  supporters. 

The  R.A.  Bloch  Cancer  Foundation  also  works 
with  groups  in  metropolitan  areas  to  create 
Richard  and  Annette  Bloch  Cancer  Survivor 
Parks.  More  than  20  of  them  have  been  dedi- 
cated throughout  the  United  States,  and  more 
are  in  development  in  the  United  States  and 
Canada,  reminding  all  who  pass  that  "cancer" 
is  a  word,  not  a  sentence. 
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NCI,  Center  for  Bioinformatics,  cancer  B 
(caBIG^M) 

(jreg  Bielawski,  cancer  Biomedical  Informatics  Grid 
Bethesda,  Maryland 

The  cancer  Biomedical  Informatics  Grid 
(caBIG"^"^)  is  a  voluntary  network  (or  grid)  con- 
necting individuals  and  institutions  to  enable 
the  sharing  of  data  and  tools,  creating  a  World 
Wide  Web  of  cancer  research.  The  goal  is  to 
speed  the  delivery  of  innovative  approaches 
for  the  prevention  and  treatment  of  cancer. 
caBIG™  is  being  developed  underthe  leader- 
ship of  the  National  Cancer  Institute's  Center 
for  Bioinformatics  (https://cabig.nci.nih.gov). 

Volunteer  Patient  Advocates  have  been  in- 
volved in  all  aspects  of  the  caBIG"^"^  project 
since  its  inception.  The  purpose  of  the  caBIG™ 
Patient  Advocates  is  to  help  ensure  that  the 


iomedical  Informatics  Grid 

(caBIG™)  Patient  Advocate, 


caBIG™  end  product,  "The  Grid,"  will  ultimately 
benefit  the  cancer  patient  by  improving  patient 
care  and  outcomes  in  the  most  effective  and 
timely  way  possible. 

This  poster  will  highlight  the  impact  of  caBIG™ 
products  on  the  cancer  patient's  experience. 
We  will  illustrate  an  individual's  experience 
through  diagnosis  and  treatment  and  show 
how  caBIG™  products  will  influence  their  care. 
Ultimately,  the  caBIG™  initiative  will  develop  an 
interconnected  biomedical  informatics  grid  that 
will  facilitate  the  successful  sharing  of  data, 
which  will  lead  to  more  rapid  translation  of 
basic  research  to  improve  cancer  patient  care. 
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Greater  Boston  Chapter  of  the  National  Black  Leadership  Initiative  on  Cancer 

Enhancing  Cancer  Education  and  Control  for  Communities  of  African  Descent  through 

Coalition  Building  and  Strategic  Partnerships 

Athene  Wilson-Glover,  Dana-Farber  Cancer  Institute,  Boston,  Massachusetts 


The  Greater  Boston  Chapter  of  the  National 
Black  Leadership  Initiative  on  Cancer  (NBLIC)  is 
a  coalition  of  community-based  agencies,  cancer 
survivors,  health  professionals,  and  community 
representatives  committed  to  the  goal  of  decreas- 
ing cancer  incidence,  mortality,  and  morbidity  in 
communities  of  African  Americans.  By  uniting 
existing  programs  and  enlisting,  educating,  and 
empowering  groups  and  individuals  in  the  fight 
against  cancer,  NBLIC  seeks  to  localize  the  na- 
tional NBLIC  mandate  in  the  most  appropriate  and 
effective  ways.  Since  1997,  community  members 
and  institutions  supported  by  partners  such  as  the 
Dana-Farber  Cancer  Institute  (DFCI),  NCI's  Cancer 
Information  Service  (CIS),  and  American  Cancer 
Society  (ACS),  have  worked  together  to  build  the 
Chapter's  infrastructure,  promote  awareness  of 
NBLIC,  encourage  the  Chapter's  continuity  and 
progression,  and  plan  and  implement  cancer 
education  and  control  initiatives  for  communities 
of  African  descent. 

Programs  and  activities  sponsored  by  Boston 
NBLIC  have  included: 

•  NBLIC  Community  Cancer  Awareness  Open 
House  (1999-2002):  The  Chapter  held  four 
annual  "Open  House"  events  in  community 
settings.  These  forums  reached  more  than  500 
community  members  with  information  about 
cancer  and  NBLIC  and  accrued  more  than  70 
organizations  to  the  Greater  Boston  Coalition. 

•  Communicating  About  Cancer  Prevention 
with  Faith-Based  Organizations  (2002): 
NBLIC  and  DFCI  hosted  a  forum  with  lead- 
ers of  faith-based  organizations  serving 
African  Americans  with  researchers  and 
program  planners  to  identify  best  practices 
for  outreach  to  African  American  audi- 
ences and  build  bridges  between  a 


comprehensive  cancer  center  and  sur- 
rounding communities. 

•  The  Black  Men's  Health  Summit  (2003-2006): 
NBLIC  has  helped  to  plan,  coordinate,  and 
facilitate  an  annual  summit  focusing  on 
cancer  and  health  education  needs  of  Afri- 
can American  men  in  Boston.  It  is  the  first 
men's  health  conference  of  its  kind  in  New 
England  and  has  reached  more  than  1,000 
African  American  men  and  families  with 
cancer  and  health  information  programs 
and  information. 

•  The  African  American  Prostate  Cancer  Initia- 
tive (2003-2006):  NBLIC  has  worked  with  DFCI 
and  community  organizations  to  develop  a 
culturally  sensitive  prostate  cancer  educa- 
tion program  for  African  Americans.  NBLIC 
arranged  and  conducted  interviews  and  focus 
groups  to  assess  community  knowledge  and 
attitudes  about  the  disease,  its  screening,  and 
early  detection.  The  final  program  will  teach 
African  American  men  about  prostate  cancer 
with  a  balanced  view  of  the  benefits  and  risks 
of  screening  and  treatment. 

•  Prostate  Health  Education  Network  (PHEN): 
NBLIC  supports  PHEN,  the  first  prostate 
cancer  support  network  in  Massachusetts 
geared  specifically  to  African  American 
men.  NBLIC  helped  to  link  PHEN  with  DFCI, 
where  monthly  support  group  meetings  are 
held;  assisted  in  planning  educational  pro- 
grams; and  promotes  PHEN's  goals  through 
its  own  network  of  partner  organizations. 

Now,  as  an  independent  coalition  with  staff  and 
strong  ties  to  DFCI,  NBLIC  is  well  positioned  to 
draw  on  its  credibility,  experience,  and  alli- 
ances to  continue  to  provide  valuable  cancer 
education  programs  and  services  to  African 
American  communities  in  Boston. 
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Y-ME  National  Breast  Cancer  Organization 

Enhancing  the  24-hour  Y-ME  National  Breast  Cancer  Hotline 

/Kay  Wissmann,  Y-ME  National  Breast  Cancer  Organization,  Chicago,  Illinois 


To  better  fulfill  its  mission  "to  ensure  no  one 
faces  breast  cancer  alone,"  Y-ME  embarked 
on  a  two-year  process  to  upgrade  its  free- 
of-charge  24-hour  call  center  staffed  entirely 
by  trained  peer  counselors  who  are  breast 
cancer  survivors. 

Peer  Counselor  Training  and  Certification 

Y-ME  retained  nursing  and  communications  con- 
sultants to  create  training  and  resource  manu- 
als, pilot  training  sessions,  and  gather  feedback 
from  evaluations  and  medical  professionals. 

The  trainings  and  certification  includes  lec- 
tures, discussions,  role-plays,  shadowing  expe- 
rienced peer  counselors,  and  an  exam.  Instruc- 
tion covers  breast  anatomy,  staging,  diagnosis, 
treatment,  side  effects,  reconstruction  options, 
communication  strategies,  supporting  emotional 
callers,  and  software  training.  Peer  counselors 
re-certify  every  three  years  and  must  earn 
continuing  education  credits  to  maintain  their 
certification  status. 

Technology  Enhancements 

•     A  state-of-the-art  call  center  utilizing  Inter- 
net Protocol  (IP)  telephony  that  tracks  fre- 
quency, origin,  time,  and  length  of  calls,  so 
Y-ME  better  understands  and  meets  caller 
needs,  while  maintaining  confidentiality  and 
privacy  standards. 


•  The  Y-ME  Support  Center,  a  secure  Web- 
based  database  that  provides  peer  coun- 
selors access  to  pertinent  breast  cancer 
information  and  the  ability  to  personalize 
materials  to  the  caller's  specific  diagnosis 
and  concerns. 

Results 

•  Peer  counselors  have  higher  levels  of 
competency,  are  uniformly  trained,  and 
have  the  same  information  and  resources 
at  their  fingertips. 

•  Newtechnology  enables  volunteers 
throughout  the  country  to  participate. 

•  Since  going  live  in  2004,  Hotline  calls  have 
increased  88  percent  compared  to  the  same 
period  for  the  previous  year;  the  volume 

of  Match  Program  calls  has  tripled;  and 
the  number  of  peer  counselors  trained  has 
increased  95  percent. 

Conclusions 

Y-ME's  free  and  confidential  service  combines 
state-of-the-art  technology  with  high-touch, 
high-quality,  multilingual  personal  interactions 
and  distinguishes  Y-ME  from  all  other  breast 
cancer  organizations. 
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Rock  Against  Cancer 

Lisa  White,  Rock  Against  Cancer,  Durham,  North  Carolina 


Rocl<Against  Cancer  (RAC)  works  diligently  to 
create  greater  public  awareness  of  childhood 
cancers.  Rock  Against  Cancer  uses  highly  suc- 
cessful programs,  such  as  "Stars  Night  Out," 
"Gifts  from  the  Heart,"  and  "School  of  Rock" 
to  bring  the  healing  power  of  music  to  children 
and  teens  battling  cancer. 

Founded  in  January  2000,  Rock  Against  Cancer 
is  a  national  nonprofit  organization  working 
with  well-known  entertainers  from  the  music 
industry  to  provide  innovative  and  exciting 
opportunities  for  children  and  teens  with  can- 
cer to  meet  artists  and  attend  concerts.  These 
programs  empower  and  support  the  emotional 
needs  of  children  and  teens  fighting  cancer. 
Rock  Against  Cancer's  programs  provide 
children  and  families  respite  from  the  long  and 
painful  cancer  treatment  process  using  music 
while  helping  to  garner  public  awareness  and 
support  for  the  youngest  victims  of  cancer. 

Rock  Against  Cancer's  most  successful  pro- 
gram, "Stars  Night  Out,"  provides  teens  with 
cancer  an  opportunity  to  meet  artists,  receive 
personal  photographs  and  autographs,  and 


enjoy  special  concert  seating.  "Gifts  from 
the  Heart"  serves  children  unable  to  leave 
the  hospital  by  providing  gift  packages:  CDs, 
concert  DVDs  and  CD  players,  autographed 
band  photographs,  and/or  T-shirts.  RAC's  new- 
est program  "School  of  Rock,"  funded  by  Hot 
Topic  Foundation,  provides  music  therapy  and 
digital  recording  studios  in  pediatric  oncology 
treatment  centers,  which  facilitate  children 
and  teens  with  cancer  to  create,  perform,  and 
record  their  personal  compositions.  All  Rock 
Against  Cancer  programs  help  "make  music 
part  of  the  cure." 

Rock  Against  Cancer  Founder  Lisa  L  White, 
Ph.D.,  advocates  for  children  with  cancer  on 
a  local,  state  and  national  level.  Dr.  White  is  a 
charter  member  of  NCI's  CARRA  program.  RAC 
worked  with  the  Mayors  of  Durham,  Chapel  Hill 
and  Carrboro,  North  Carolina  to  have  Septem- 
ber designated  by  special  proclamation  "Child- 
hood Cancer  Awareness  Month."  Additionally, 
North  Carolina  Governor  Mike  Easley  signed  a 
statewide  special  proclamation  at  the  request 
of  Dr.  White  and  Dr.  Philip  Rossof,  Chief  of  Pedi- 
atric Oncology  at  Duke  Children's  Hospital. 
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Ulman  Cancer  Fund  for  Young  Adults 

Brock  Yesto,  Ulman  Cancer  Fund  for  Young  Adults,  Columbia,  Maryland 


From  a  college  student  to  cancer  patient, 
Doug  Ulman  was  diagnosed  with  cancer  as 
a  sophomore  in  college.  In  dealing  with  his 
illness,  Doug  and  his  family  quickly  learned  he 
was  not  alone.  More  than  70,000  young  adults 
between  the  ages  of  18-40  are  diagnosed  with 
cancer  each  year.  Cancer  affects  young  adults 
in  a  unique  way.  In  the  natural  course  of  life, 
young  adults  go  forth  with  optimism,  idealism, 
and  a  belief  that  they  are  indestructible.  When 
they  are  robbed  of  that  special  perspective 
because  of  a  life-threatening  disease,  they 
have  a  particularly  difficult  adjustment  to  make. 
There  are  issues  that  are  very  specific  to  young 
adults  dealing  with  cancer,  such  as  practical 
and  emotional  issues  of  independence,  insur- 
ance and  finances,  fertility,  dating  and  intimacy, 
interruption  of  education  and/or  career,  and 
loss  of  optimism  and  hope. 

Although  cancer  is  disruptive  at  any  age,  cer- 
tain issues  are  magnified  for  young  adults,  who, 
on  the  curve  of  a  lifetime,  are  at  a  critical  stage 


of  becoming.  Young  adults  have  fallen  through 
the  cracks  when  addressing  treatment,  clini- 
cal research,  resources,  and  support  services. 
Furthermore,  of  the  more  than  400  patient 
advocacy  groups  in  the  country,  very  few  focus 
solely  on  young  adult  cancer  survivors. 

Frustrated  by  the  lack  of  support  programs  or 
literature  directed  atthe  needs  of  young  adults 
affected  by  cancer,  Doug  and  his  family  cre- 
ated the  Ulman  Cancer  Fund  for  Young  Adults 
(UCF)  to  fill  the  void  that  exists  in  health  care 
services.  Since  inception  in  1997,  the  UCF  has 
supported,  educated,  and  connected  more 
than  50,000  young  adults  affected  by  cancer 
by  dedicating  more  than  $1  million  to  develop 
and  deliver  quality  programs  all  across  the 
country.  Its  work  is  fulfilled  through  its  stated 
mission — to  provide  support  programs,  educa- 
tion, and  resources,  free  of  charge,  to  benefit 
young  adults,  their  families,  and  friends  who  are 
affected  by  cancer,  and  to  promote  awareness 
and  prevention  of  cancer. 
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NCI  Alliance  for  Nanotechnology  In  Cancer 

Office  of  Technology  and  Industrial  Relations  (OTIR),  NCI 
Amy  Bulman,  National  Cancer  Institute,  Bethesda,  Maryland 


What  is  nanotechnology?  What  is  a  nanometer? 

Nanotechnology  is  the  creation  of  useful  mate- 
rials, devices,  and  systems  used  to  manipulate 
matter  at  an  incredibly  small  scale — between 
1  and  100  nanometers.  A  nanometer  is  one 
billionth  of  a  meter— 1/80,000  the  width  of  a 
human  hair,  or  about  10  times  the  diameter  of 
a  hydrogen  atom.  Such  nanoscale  objects  can 
be  useful  by  themselves  or  as  part  of  larger 
devices  containing  multiple  nanoscale  objects. 

Nanotechnology  has  the  potential  to  enable 
the  translation  of  molecular-based  science  into 
clinical  advances,  thereby  facilitating  major 
progress  in  the  early  detection,  diagnosis,  and 
treatment  of  cancer. 

What  is  the  NCI  Alliance  for  Nanotechnology 
in  Cancer? 

The  NCI  Alliance  for  Nanotechnology  in  Can- 
cer is  a  comprehensive,  systematized  initiative 
encompassing  the  public  and  private  sectors 
designed  to  accelerate  the  application  of  the 
best  capabilities  of  nanotechnology  to  cancer. 

NCI  is  engaged  in  efforts  to  harness  the  power 
of  nanotechnology  to  radically  change  the 


way  we  diagnose,  treat,  and  prevent  cancer. 
Currently,  scientists  are  limited  in  their  ability 
to  turn  promising  molecular  discoveries  into 
benefits  for  cancer  patients.  Nanotechnology 
can  provide  the  technical  power  and  tools  that 
will  enable  those  developing  new  diagnostics, 
therapeutics,  and  preventives  to  keep  pace 
with  today's  explosion  in  knowledge. 

The  goals  of  the  NCI  Alliance  for  Nanotechnol- 
ogy in  Cancer  are  to  develop: 

•  Research  tools  to  identify  new  biological 
targets. 

•  Agents  to  monitor  predictive  molecular 
changes  and  prevent  precancerous  cells 
from  becoming  malignant. 

•  Imaging  agents  and  diagnostics  to  detect 
cancer  in  the  earliest,  most  easily  treatable, 
pre-symptomatic  stage. 

•  Multifunctional  targeted  devices  to  deliver 
multiple  therapeutic  agents  directly  to 
cancer  cells. 

•  Systems  to  provide  real-time  assessments 
of  therapeutic  and  surgical  efficacy. 

•  Novel  methods  to  manage  symptoms  that 
reduce  quality  of  life. 
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The  Cancer  Genome  Atlas 

National  Cancer  Institute  and  National  Human  Genome  Research  Institute 
Amy  Bulman,  National  Cancer  Institute,  Bethesda,  Maryland 


What  is  the  Cancer  Genome  Atlas  (TCGA)? 

TCGA  is  a  3-year  pilot  project  of  the  National 
Cancer  Institute  (NCI)  and  the  National  Human 
Genome  Research  Institute  (NHGRI).  NCI  and 
NHGRI  launched  The  Cancer  Genome  Atlas 
Pilot  Project  to  determine  the  feasibility  of  a 
full-scale  projectto  develop  a  complete  "atlas" 
of  all  genomic  alterations  involved  in  cancer. 

Mission 

TCGA  is  a  comprehensive  and  coordinated 
effort  to  increase  our  understanding  of  the 
molecular  basis  of  cancer  and  apply  this  infor- 
mation to  improve  our  ability  to  diagnose,  treat, 
and  prevent  cancer. 

Cancer  is  not  a  single  disease,  but  a  collection  of 
diseases  that  arise  from  different  combinations 
of  genetic  changes.  We  must  analyze  the  genet- 
ic material  from  different  tumors  and  many  pa- 
tients to  uncover  the  tell-tale  genetic  fingerprints 
of  many  different  cancer  types.  By  studying 


these  genetic  fingerprints  of  cancer,  we  hope  to 
find  new  information  about  cancer.  The  ultimate 
goal  of  The  Cancer  Genome  Atlas  is  to  apply  that 
new  information  to  speed  up  advances  in  cancer 
diagnosis,  treatment,  and  prevention. 

How  Will  TCGA  Work? 

1.  Collecttumortissue  samples  and  medical 
information  from  cancer  patients  during 
treatment. 

2.  Catalog  and  store  samples  at  a  centralized 
facility  and  send  genetic  material  to  re- 
search centers  involved  in  the  project. 

3.  Identify  genomic  changes  associated  with 
cancer  in  individual  patients. 

4.  Identify  genomic  patterns  associated  with  the 
disease,  and  use  that  information  to  inform 
cancer  diagnosis,  treatment,  and  prevention. 

5.  Make  information  available  to  scientists  as 
it  is  produced  to  speed  treatment  and  pre- 
vention research  and  to  help  doctors  and 
patients  make  treatment  decisions. 
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Nueva  Vida 

Enhancing  Quality  of  Life  Through  Our  Comprehensive  Access  to  Care  and  IViental  Health 

Programs 

Adriana  Kaufman,  Nueva  Vida,  Washington,  D.C. 


Our  model  aims  to  enhance  the  quality  of 
life  while  improving  health  outcomes  of  the 
medically  underserved  Latinas  with  breast  and 
cervical  cancer.  Our  activities  and  interventions 
include  screening  campaigns,  culturally  sensi- 
tive patient  navigation  programs,  and  complete 
bilingual  information,  as  well  as  support  groups, 
individual  counseling,  and  peer  support.  Estab- 
lished formal  and  informal  agreements  with 
key  health  institutions — including  research 
institutions — and  other  community  agencies 
help  us  bridge  the  gap  between  programs  and 
ensure  participation  in  studies.  Through  col- 
laborative screening  campaigns,  we  are  able 
to  follow  up  with  clients  presenting  abnormal 
findings,  therefore  navigating  clients  to  the  next 
appropriate  service  in  a  timely  manner.  A  client 
who  is  navigated  through  diagnostic  services 
is  also  referred  to  our  Mental  Health  Program 
to  prevent  delays  in  the  diagnosis  due  to  fear 


or  fatalism  and  to  reduce  anxiety.  Educational 
workshops  and  open  house  sessions  on  what's 
new  at  our  Information  Center  are  available. 
Outreach,  navigation,  and  mental  health  support 
efforts  continue  throughout  diagnosis,  treatment, 
and  recovery.  Success  is  evaluated  according 
to  number  of  patients,  retention  rates,  number 
of  service  referrals,  time  from  diagnosis  to 
treatment  in  each  case,  and  anonymous  end- 
of-year  survey.  The  number  of  clients  using  our 
programs  increased  by  52%  in  2005;  number 
of  cancer  patient  growth  is  20%-25%  a  year; 
and  services  referral  improved  by  47%.  Overall, 
we  provide  more  than  500  services,  including 
support  groups,  individual  counseling  and  peer 
support,  transportation,  interpretation,  and  find- 
ing availability  in  state  programs  among  many 
others.  Cultural  competence  and  interconnection 
within  our  programs  help  us  change  the  lives  of 
many  Latinas  facing  breast  and  cervical  cancer. 
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Leukemia  and  Lymphoma  Society 

Sarah  J.  Singer,  Leukemia  and  Lymphoma  Society,  National  Capital  Area  Chapter, 
Alexandria,  Virginia 


The  Leukemia  and  Lymphoma  Society  is  the 
world's  largest  voluntary  health  organization 
dedicated  to  funding  blood  cancer  research 
and  providing  education  and  patient  services. 
Our  mission  is  to  "Cure  leukemia,  lymphoma, 
Hodgkin's  disease,  and  myeloma  and  improve 
the  quality  of  life  of  patients  and  their  families." 

What  we  do: 

Invest  in  blood  cancer  research:  The  Society 
has  invested  more  than  $424  million  in  research, 
$51 .3  million  in  fiscal  year  2005  alone. 

Information  Resource  Center:  The  Information 
Resource  Center  (IRC)  provides  information  and 
resources  useful  to  patients,  their  families,  and 
health  care  professionals.  Call  the  IRC  at  (800) 
955-4572  or  e-mail  infocenter@lls.org. 

Internet:  Log  onto  www.LLS.org  to  access  a 
wide  variety  of  education  and  information  needs. 
Users  can  personalize  their  LLS  Web  pages  for 
disease-specific  updates  and  local  chapter  edu- 
cation, support,  and  events.  Survivors  can  post 
stories  and/or  join  our  Discussion  Boards. 

Teleconferences  and  Webcasts  and  Commu- 
nity-Based Educational  Programs:  The  Society 
sponsors  teleconferences,  webcasts,  and  local 
presentations  for  patients  and  caregivers  and 
health  care  professionals  on  blood  cancers  and 
survivorship  issues. 


Educational  Materials:  Free  educational  materi- 
als are  offered  to  patients  and  health  care 
professionals.  Many  materials  are  available  for 
download  atwww.LLS.org. 

Family  Support  Groups:  Groups  are  guided  by 
two  volunteer  oncology  health  professionals 
and  provide  information  and  support. 

First  Connection:  First  Connection  links  newly 
diagnosed  patients  to  a  peer  volunteer  who  has 
experienced  a  similar  diagnosis  to  offer  infor- 
mation, support,  and  hope. 

Patient  Financial  Aid  Program:  Reimbursement 
of  up  to  $500  per  year  is  available  to  help  cover 
the  costs  of  transportation,  drugs,  and  various 
treatments  not  covered  by  insurance.  Funds  are 
subject  to  availability. 

The  Trish  Greene  Back  to  School  Program  for 
Children  with  Cancer:  Printed  literature,  videos, 
and  other  materials  increase  communica- 
tion among  health  care  professionals,  parents, 
patients,  and  school  personnel  to  assure  young- 
sters a  smooth  transition  from  active  treatment 
back  to  school. 

Advocating  for  issues  impacting  blood  cancer 
patients:  With  more  than  33,000  advocacy  volun- 
teers throughout  the  country,  our  voice  is  being 
heard  by  those  responsible  for  legislation  to  fund 
blood  cancer  research  and  educational  programs. 
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NCI,  Office  of  Education  and  Special  Initiatives 

Family  Caregiver  Needs  During  Cancer  Care 

Louise  Cunningham,  Office  of  Education  and  Special  Initiatives,  National  Cancer  Institute, 

Bethesda,  Maryland 


To  investigate  the  information  and  support 
needs  of  cancer  caregivers  and  other  family 
members,  the  National  Cancer  Institute's  Office 
of  Education  and  Special  Initiatives  (OESI)  and 
Office  of  Cancer  Survivorship  (OCS)  conducted 
a  variety  of  focus  groups  to  collect  in-depth 
qualitative  data  of  the  issues,  concerns,  and 
challenges  that  caregivers  encounter  1)  during 
treatment,  2)  once  cancer  treatment  has  been 
completed,  and  3)  during  end-stage  care. 

A  series  of  10  focus  groups  consisted  of  cur- 
rent and  recently  bereaved  informal  caregivers 
and  health  professionals  involved  with  cancer 
patients  receiving  advanced  or  end-of-life  care. 
A  second  series  of  11  focus  groups  examined 
care  giving  issues  during  treatment  and  survi- 
vorship. The  primary  objective  of  these  focus 
groups  was  to  assess  the  informational,  practi- 
cal, and  personal  needs  of  informal  caregivers 
of  cancer  patients. 


The  results  were  consistent  with  the  current  lit- 
erature in  that  caregiving  resulted  in  consider- 
able emotional  and  physical  stress.  Caregivers 
reported  having  information  needs  in  the  areas 
of  disease  management,  along  with  practical 
concerns  such  as  financial  and  insurance  issues 
and  making  end  of  life  decisions.  Frustration  in 
communicating  with  health  professionals  was 
expressed  with  some  participants,  particularly 
in  the  areas  of  prognosis.  Difficulty  in  commu- 
nicating with  other  family  members  was  also  a 
frequent  topic  of  concern.  Post-treatment  care- 
givers stated  they  looked  forward  to  the  end 
of  treatment,  only  to  find  they  were  still  faced 
with  many  challenges.  Despite  the  difficulties, 
the  majority  of  family  caregivers  portrayed  their 
role  as  a  privilege  and  an  honor. 
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Bladder  Cancer  Advocacy  Network 

Diane  Zipursky  Quale,  Bladder  Cancer  Advocacy  Network,  Bethesda,  Maryland 


Bladder  Cancer  Advocacy  Network  (BCAN, 
pronounced  like  "beacon")  is  the  first  national 
advocacy  organization  dedicated  to  improv- 
ing public  awareness  of  bladder  cancer  and 
increasing  research  directed  toward  the  diagno- 
sis, treatment,  and  cure  of  the  disease.  Bladder 
cancer  is  the  nation's  5th  most  common  form  of 
cancer,  but  it  is  one  form  of  cancer  that  most 
people  know  very  little  about.  We  call  bladder 
cancer  "the  elephant  in  the  room" — it's  big, 
it's  real,  but  until  now,  no  one  has  been  talking 
about  it. 

BCAN,  created  in  May  2005,  is  a  coopera- 
tive effort  among  bladder  cancer  survivors, 
their  families  and  caregivers,  and  the  medical 
community.  More  than  20  prominent  academic 


urologists,  oncologists,  and  radiologists  rep- 
resenting many  of  the  major  cancer  centers  in 
the  United  States  serve  on  BCAN's  Scientific 
Advisory  Board. 

BCAN's  website,  www.bcan.org,  provides 
important  information  and  resources  to  blad- 
der cancer  survivors  and  their  families  and 
caregivers.  We  distribute  a  quarterly  electronic 
newsletter  with  sections  on  clinical  trials,  com- 
monly-asked questions  of  doctors,  and  survivor 
stories.  BCAN  is  creating  a  national  network 
of  volunteers  who  help  distribute  information 
about  bladder  cancerto  hospitals,  doctors' 
offices,  and  through  community  health  fairs. 
BCAN  also  hosts  a  weekly  online  support  group 
for  bladder  cancer  survivors. 
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Education  Network  to  Advance  Cancer  Clinical  Trials 

Discovering  Innovative  Community-Based  Approaches  to  Cancer  Clinical  Trials  Education 
Joy  Workman  and  Margo  Michaels,  Education  Network  to  Advance  Cancer  Clinical  Trials 
(ENACCT),  Silver  Spring,  Maryland 


Less  than  5  percent  of  all  adult  cancer  patients 
participate  in  clinical  trials.  The  literature  con- 
tinuously emphasizes:  1)  the  numerous  barriers 
faced  by  many  patients,  especially  minority 
groups,  and  2)  the  difficulty  providers  have 
recruiting  ethnically  diverse  groups  to  clinical 
trials  and  retaining  their  participation.  Although 
enhancing  awareness  of  clinical  trials  among 
both  cancer  patients  and  health  care  providers 
is  considered  one  of  the  most  important  strate- 
gies for  improving  patient  accrual,  no  evidence- 
based  programs  help  guide  such  efforts.  There 
is  a  clear  need  for  new  approaches  to  address 
the  problems  of  cancer  clinical  trial  access, 
accrual,  and  awareness. 

The  Education  Network  to  Advance  Cancer 
Clinical  Trials  (ENACCT)  Pilot  Education  Proj- 
ect (PEP)  is  a  demonstration  project  that  sup- 
ports community-based  partnerships  to  develop 


and  document  effective  approaches  to  foster 
awareness  about  cancer  clinical  trials,  en- 
hance their 

acceptability,  and  improve  access  to  them. 
To  implement  the  program,  we  selected  three 
diverse  partnerships  nationwide  who  met 
specific  effective  partnership  criteria.  We  are 
currently  providing  ongoing  Train-the-Trainer 
programs,  technical  assistance,  and  qualitative 
and  quantitative  evaluation  services  to  these 
partnerships  as  they  seek  to  develop  culturally 
appropriate  strategies  to  increase  access  to 
cancer  clinical  trials. 

We  anticipate  positive  changes  in  knowledge, 
attitudes,  and  beliefs  about  clinical  trials  among 
health  care  providers,  community  leaders, 
and  the  public  and  an  increase  in  referrals  of 
patients  to  clinical  trials.  The  action-oriented 
programs  implemented,  along  with  the  ongoing 
evaluation,  will  help  inform  and  improve  patient 
recruitment  planning  and  activities  nationwide. 
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NCI,  Early  Detection  Research  Network 

Early  Detection  Research  Network  Sponsored  Validation  Study  of  Bladder  Cancer  by 

Microsatellite  Analysis  (MSA)  of  Urinary  Sediment 

Jacob  Kagan,  Early  Detection  Research  Network,  National  Cancer  Institute,  Bethesda,  Maryland 
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Current  practice  in  monitoring  superficial  blad- 
der cancer  recurrence  is  based  on  cystocopy 
and  urine  cytology  every  3  months  for  2  years  and 
then  annually  by  a  radiographic  evaluation  of  the 
upper  urinary  tract.  The  sensitivity  and  specificity 
of  urinary  cytology  are  25%-50%  and  90%-100%, 
respectively.  The  sensitivity  and  specificity  of  cys- 
toscopy is  90%-100%  and  75%,  respectively.  Thus, 
there  is  a  need  to  improve  the  current  practice  of 
bladder  cancer  detection  and  surveillance.  Re- 
cent preliminary  evidence  suggests  that  analysis 
of  microsatellite  instability  in  urinary  sediment 
can  detect  bladder  cancer  as  early  as  18  months 
prior  to  clinical  diagnosis  with  high  sensitivity  and 
specificity.  The  purpose  ofthis  study  is  to  deter- 
mine the  sensitivity  and  specificity  of  the  micro- 
satellite  instability  assay  (MSA)  in  urine  sediment 
as  a  diagnostic  tool  for  early  detection  and  recur- 
rence of  superficial  bladder  cancer. 


Aims: 


3. 


To  determine  the  sensitivity  and  specificity 
of  a  panel  of  15  microsatellite  markers  using 
urinary  sediment  to  detect  bladder  cancer 
in  patients  requiring  cystoscopy.  This  assay 
will  be  compared  to  cystoscopy  and  to 
urine  cytology. 

Determine  the  temporal  performance  char- 
acteristics of  MSA  in  urinary  sediment. 

Determine  which  of  the  15  individual  markers 
or  combinations  of  markers  are  most  predic- 
tive of  the  presence  of  bladder  cancer. 


Design: 


78 


Case-control  study. 

300  individuals  with  a  bladder  superficial 
urothelial  malignancy,  either  incident 
or  recurrent. 
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•  100  healthy  individuals  with  no  known 
urologic  disease. 

•  100  individuals  with  potentially  confounding 
conditions  (BPH,  foreign  bodies,  hematuria, 
or  GU  infection). 

Participating  Institutions: 

Johns  Hopkins  Medical  Institution 
PI,  MarkSchoenberg,  M.D. 

Baylor  College  of  Medicine 

Brigham  and  Women's  Hospital 

CURC  Carolina  Urologic  Research  Center 

Harborview  Medical  Center,  Seattle,  WA 

LURN,  Daytona  Beach,  FL 

LURN,  Orange  City,  FL 

LURN,  West  Orange,  NJ 

M.D.  Anderson  Cancer  Center 

Memorial  Sloan-Kettering  Cancer  Center 

Stanford  University 

The  Urology  Group,  Cincinnati,  OH 

University  of  Alabama  at  Birmingham 

University  of  Chicago 

University  of  Michigan 

University  of  Rochester  Medical  Center 

University  of  Texas  at  San  Antonio 

University  of  Toronto 

Washington  University 

Advocates'  assistance  is  appreciated  in 
accelerating  patient  accrual. 
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African  Women's  Cancer  Awareness  Association 

Ify  Nwabukwu,  African  Women's  Cancer  Awareness  Association,  Silver  Spring,  Maryland 


The  African  Women's  Cancer  Awareness 
Association  (AWCAA)  is  a  group  of  concerned 
and  professional  individuals  from  Africa  whose 
mission  focuses  on  improving  access  to  and 
awareness  of  preventive  care  in  the  reduction 
of  the  incidence  of  cancer  among  medically 
underserved  communities  in  Africa,  the  United 
States,  and  the  Diaspora. 

Established  in  2004,  the  AWCAA  is  a  nonprofit 
501(c)3  organization  committed  to  increasing 
health  care  delivery  services  to  African  women 
and  their  families.  Through  building  partner- 
ships, providing  education,  early  detection, 
training,  and  other  vital  resources,  our  multi- 
disciplinary  teams  of  professionals  provide  a 
breadth  of  expertise,  capacity,  and  resources  to 
make  a  positive  impact  on  this  challenge. 

Our  Vision 

AWCAA  advocates  quality  health  and  health 
care  for  all  women  in  disadvantaged  com- 
munities. This  includes  access  to  health  care, 
development  of  an  effective  system  that  helps 
promote  primary  care,  and  eliminating  disparities 
with  regards  to  access  to  cancer  screening, 
diagnosis,  and  treatment  to  reduce  cancer- 
related  morbidity  and  mortality. 


Our  Mission 

•  To  increase  the  awareness  of  and  access  to 
preventive  care  for  African  women. 

•  To  achieve  a  reduction  in  the  number 
of  cancer  incidences  among  medically 
underserved  communities  in  Africa  and 
the  Diaspora  through  the  provision  of: 

-  Health  education. 

-  Technical  expertise. 

-  Case  management. 

-  Coordination  of  early  detection  services. 

•  To  encourage  healthy  behavior  in  African 
women  and  serve  as  a  liaison  in  African 
communities  and  provide  health  care  deliv- 
ery systems  that  are  culturally  and  linguisti- 
cally appropriate  for  African  women. 

Our  Programs 

We  help  African  women  who  face  cancer  or 
are  in  remission  through  a  variety  of  programs 
and  community  services  for  patients,  survivors, 
their  families,  and  friends.  We  support  the 
search  for  a  cure  by  rendering  scholarships  to 
students  in  the  health  care  field  with  specific 
interest  in  oncology. 

www.awcaa.org 
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Steps  For  Living 

Matthew  Zachary,  Steps  for  Living,  Inc.,  Brooklyn,  New  York 


Steps  For  Living  is  a  501(c)(3)  nonprofit  clear- 
inghouse of  cancer  resources  that  raises 
awareness  for  cancer  survivorship  through 
the  performing  and  cultural  arts. 

Our  vision  is  to  be  the  creative  voice  for  people 
whose  lives  have  been  disrupted  and  forever 
changed  by  a  diagnosis  of  cancer. 

Our  mission  is  to  provide  cancer  survivors  and 
their  loved  ones  with  a  creative  voice  by  advo- 
cating for  alternative  ways  to  cope  with  survi- 
vorship through  artistic  outlets  and  empowering 
individuals  to  (1 )  create;  express  themselves, 
(2)  connect;  share  their  stories,  and  (3)  unite; 
celebrate  the  art  of  their  survivorship. 

Our  goal  is  to  create  a  unified  and  empowered 
community  of  support,  creativity,  and  hope, 
demonstrating  that  there  is  life  post-diagnosis  and 
that,  when  faced  with  the  challenges  of  cancer, 
the  art  of  survivorship  is  how  you  choose  to  get 
busy  living. 

Through  the  performing  and  cultural  arts,  infor- 
mation resources,  and  educational  curriculum, 
Steps  For  Living  inspires  and  organizes  individ- 
uals, nonprofit  organizations,  and  businesses 
to  better  understand  what  happens  to  those 
millions  of  people  who  survive  cancer  each 


year.  We  raise  funds  in  innovative  ways  through 
cultural  arts  events,  corporate  partnerships,  and 
cause-related  marketing  ventures. 

We  achieve  our  mission  through  two  principal 
programming  strategies. 

Through  Art  of  Survivorship™: 

•  We  develop  original  and  promote  existing 
creative  outlets  for  survivors  to  discover 
and  connect  with  music  and  art  as  a  tool 
rebuild  their  spirits,  share  their  stories,  con- 
nect with  others,  and  unite  in  celebration  of 
their  journey. 

•  We  coalition-build  and  raise  public  aware- 
ness for  cancer  survivorship  through 
cultural  arts  events  (i.e.,  benefit  concerts, 
photography  exhibitions,  gallery  showings, 
poetry  readings)  that  showcase  the  cre- 
ative efforts  of  cancer  survivors  and  their 
loved  ones  through  any  stage  of  illness. 

Through  CANSWER™: 

•  We  help  people  to  more  easily  connect 
with  the  answers  they  seek  by  serving  as 
a  consumer-friendly  online  clearinghouse 
of  cancer  information  resources,  support 
services,  and  survivorship  programming. 
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NCI,  Office  of  Science  Planning  and  Assessment 

Cherie  Nichols,  Office  of  Science  Planning  and  Assessment,  National  Cancer  Institute, 
Bethesda,  Maryland 


NCI  will  lead  the  nation  in  discovering,  devel- 
oping, and  delivering  interventions  to  preempt 
cancer  at  the  earliest  opportunity  during  the 
course  of  the  disease.  Our  approach  is  to 
prevent  cancer  by  averting  its  initiation  through 
behavioral  and  societal  changes  and  medi- 
cal interventions,  identifying  early  stage  dis- 
ease with  sophisticated  detection  technology, 
eliminating  cancer  in  many  patients  through 
personalized  diagnosis  and  treatment  plans, 
and  preventing  or  modulating  and  controlling 
metastasis.  In  2005,  NCI  combated  cancer 
by  funding  more  than  5,700  research  project 
grants.  Additionally,  intramural  research 
activities  improve  and  expand  research  infra- 
structures and  engage  in  cutting-edge  basic, 
clinical,  and  epidemiological  research.  To  take 
full  advantage  of  the  opportunities  before  us 
and  move  toward  our  goal,  NCI's  planning  and 
decision  making  must  accelerate  the  engine 


of  discovery,  translate  knowledge  gained  into 
the  development  of  interventions,  and  ensure 
that  these  interventions  are  delivered  to  all 
who  need  them.  The  Office  of  Science  Planning 
and  Assessment  (OSPA)  provides  leadership, 
a  framework,  and  guidance  for  these  planning 
and  decision-making  activities.  This  poster 
shows  how  OSPA  staff  support  NCI  leader- 
ship in  planning  the  cancer  research  agenda, 
including  the  recently  published  NCI  Strategic 
Plan.  In  addition,  OSPA  develops  implemen- 
tation plans,  creates  tools  to  aid  scientific 
planning  and  assessment,  and  evaluates  the 
results  of  NCI's  investment  in  identified  strate- 
gic priorities.  This  planning  process  supports 
both  the  intramural  and  extramural  programs  as 
they  work  toward  a  future  when  all  cancers  are 
controlled  or  eliminated. 

http://planning.cancer.gov 
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Sisters  Network,  Inc. 

Erie  E.  Calloway,  Sisters  Networl<,  Inc.,  Houston,  Texas 


Sisters  Network®  Inc.  (SNI),  is  the  leading  voice 
and  only  national  African  American  breast 
cancer  survivorship  organization  in  the  United 
States.  SNI  promotes  the  importance  of  breast 
health  through  empowerment,  support,  breast 
education  programs,  resources,  information,  and 
research.  Membership  is  3000,  which  includes 
more  than  40  affiliate  chapters  nationwide. 

The  organization's  purpose  is  to  save  lives 
and  provide  a  broader  scope  of  knowledge 
that  addresses  the  breast  cancer  survivorship 
crisis  affecting  African  American  women 
around  the  country. 

Founded  in  1994  and  under  the  direction  of 
Founder  and  CEO  Karen  E.  Jackson,  SNI  is 
nationally  recognized  within  the  medical 
community  and  a  critical  resource  for  African 
American  women  fighting  breast  cancer. 

National  Outreach: 

Gift  for  Life  Block  Walk — This  unique  and  inno- 
vative program  allows  breast  cancer  survivors 
to  partner  with  volunteers  and  canvas  door- 
to-door  in  the  African  American  community  to 


distribute  breast  health  education  brochures, 
a  resource  list,  and  pink  ribbons. 

Pink  Ribbon  Awareness  Initiative — The  pink 
ribbon  is  the  national  symbol  for  breast  cancer 
awareness.  The  Pink  Ribbon  Awareness  Cam- 
paign is  a  national  faith-based  educational  out- 
reach program  that  reaches  women  in  church 
with  information  on  how  to  access  breast  care 
services  and  resources. 

Annual  National  African  American  Breast  Can- 
cer Conference — In  1999,  Sisters  broke  new 
ground  by  hosting  the  nation's  only  annual  con- 
ference specific  to  the  impact  of  breast  cancer 
in  the  African  American  community. 

National  Partnerships: 

Sisters  Network,  Inc.,  and  HealthTalk  "Stop  the 
Silence  Breast  Cancer  Initiative" — Producing 
educational  in-person  events  and  telephone 
and  online  audio  interview  programs  with  lead- 
ing breast  cancer  experts.  Plus  Sisters  Peer 
Counseling  in  Reproductive  Issues  After  Treat- 
ment, Sister  Study,  Lifetime  Television,  and  the 
Lance  Armstrong  Foundation. 
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Alamo  Breast  Cancer  Foundation  Patient  Advocate  Program 

Sandi  Stanford,  Alamo  Breast  Cancer  Foundation,  San  Antonio,  Texas 


The  Alamo  Breast  Cancer  Foundation's  (ABCF) 
Patient  Advocate  Program  in  conjunction  with 
the  San  Antonio  Breast  Cancer  Symposium 
is  designed  to  increase  the  dissemination  of 
late-breaking  information  on  breast  cancer. 
Advocates  who  apply  for  financial  assistance 
from  the  ABCFto  attend  the  symposium  must 
represent  a  breast  cancer  organization  with  a 
constituency,  be  one  year  out  of  treatment,  have 
scientific  knowledge  or  have  completed  Project 
LEAD,  and  write  a  report(HotTopic)of  an  as- 
signed topic.  These  funded  advocates  must  go 
to  all  the  sessions,  talks,  and  poster  sessions. 
ABCF  hosts  mentor  sessions  every  evening 
of  the  symposium  to  interpret  in  lay  terms  the 
scientific  presentations  of  the  day  and  to  help 
put  the  information  into  perspective  to  aid  in 
the  eventual  writing  of  "Hot  Topic"  reports. 
The  mentors  are  scientists,  researchers,  and 


clinicians  highly  regarded  in  the  field  of  breast 
cancer.  The  "Hot  Topic"  reports  are  due  one 
month  after  the  symposium  is  over  and  are 
compiled  on  a  CD-ROM.  This  interactive  CD- 
ROM  is  a  complete  record  of  meeting  highlights 
that  can  be  circulated  by  advocacy  groups 
worldwide.  This  information  will  also  be  provided 
via  archived  webcast.  During  this  time  we  have 
funded  212  advocates  to  attend  the  San  Antonio 
Breast  Cancer  Symposium. 

In  addition  to  the  funding  of  breast  cancer  ad- 
vocates, ABCF  also  funds  a  roundtable  discus- 
sion with  other  breast  cancer  groups  to  help  all 
of  us  work  together  to  share  information  and 
best  practices. 

The  ABCF  has  provided  scholarships  for  breast 
cancer  advocates  for  8  years. 
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Living  Beyond  Breast  Cancer 

Elyse  S.  Caplan,  Living  Beyond  Breast  Cancer,  Ardmore,  Pennsylvania 


Living  Beyond  Breast  Cancer  (LBBC)  is  a 
national  education  and  support  organization 
dedicated  to  assisting  women  affected  by 
breast  cancer  who  are  newly  diagnosed, 
recently  completed  treatment,  are  years  beyond, 
or  are  living  with  advanced  (metastatic)  dis- 
ease. LBBC  also  serves  caregivers  and  health 
care  providers.  LBBC's  mission,  to  empower 
all  women  affected  by  breast  cancer  to  live  as 
long  as  possible  with  the  best  quality  of  life, 
offers  women  information  that  will  help  them 
take  an  active  role  in  their  ongoing  recovery 
or  management  of  the  disease,  regardless  of 
educational  background,  social  support,  or 
financial  means. 

LBBC  understands  the  value  of  providing  tai- 
lored information  to  women  who  have  diverse 
breast  cancer  experiences.  As  new  treatments 
extend  life,  women  with  advanced  breast  can- 
cer (ABC)  have  increased  needs  for  informa- 
tion and  support.  LBBC  staff,  consultants,  and 
an  advisory  committee  developed  a  survey  for 
people  with  ABC.  The  study's  purpose  was  to 


conduct  an  in-depth  needs  assessment  and  to 
help  plan  new  programs  and  services. 

A  total  of  697  people  with  ABC  responded  to 
the  survey.  Length  of  time  since  ABC  diagnosis 
was  variable  ranging  from  less  than  one  year  to 
more  than  10  years.  Top-ranked  informational 
needs  focused  on  treatment  options,  including 
clinical  trials  and  symptoms/side-effects  man- 
agement. Top-ranked  support  needs  included 
stress  management  and  online  and  in-person 
support  groups.  Top-ranked  practical  needs 
centered  on  referrals  for  medical  care  and 
information  with  health  insurance.  Medicare/ 
Medicaid,  and  disability. 

In  summary,  there  is  a  growing  need  for  targeted 
education,  information  and  support  for  women 
with  advanced  breast  cancer.  This  survey  offers 
key  insights  into  the  experiences,  preferences, 
and  behaviors  of  this  underserved  population 
and  will  be  used  both  to  inform  program  develop- 
ment at  LBBC  and  to  educate  health  profession- 
als in  the  breast  cancer  community. 
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Central  Florida  Pharmacy  Council 

Providing  H.O.P.E.  to  Black  IVIen:  Health  Outreach  Prevention  and  Education — 

A  Model  for  Success. 

Angela  D.  Adams,  Central  Florida  Pharmacy  Council,  Oviedo,  Florida 


Research  has  shown  that  the  lack  of  culturally 
competent  health  education  provided  to  Black 
men  maybe  one  ofthe  factors  that  help  con- 
tribute to  the  health  disparities  experienced  by 
this  population.  Since  1996,  the  Central  Florida 
Pharmacy  Council  (CFPC),  a  community-based 
grassroots  organization,  has  provided  culturally 
competent  education  to  more  than  20,000  Black 
men  in  Orlando  and  Central  Florida.  Using  the 
FUBU  concept  ("For  Us  By  Us"),  CFPC  developed 
culturally  competent  health  education  programs 
that  have  proven  to  be  very  effective  and  suc- 
cessful in  reaching  Black  men  with  a  health 
message.  Their  signature  programs,  the  African 


American  Men's  Health  Summit  and  Crossing 
Bridges:  Hip  Hop  Health  Summit,  attract  more 
than  2,000  men  and  teen  boys  annually. 
This  poster  will  share  the  experiences  of  a  very 
successful  health  education  model  that  has 
improved  the  health  status  and  empowered 
Black  men  to  take  a  proactive  approach  in  the 
management  of  their  health.  Participants  who 
review  this  poster  will  become  aware  of  key 
strategies  and  the  essential  elements  needed 
to  develop  culturally  competent  health  educa- 
tion programs  for  Black  men. 


Poster  Summaries 


85 


Oklahoma  Brain  Tumor  Foundation 

Nancy  S.  Thomason,  Oklahoma  Brain  Tumor  Foundation,  Oklahoma  City,  Oklahoma 


The  Oklahoma  Brain  Tumor  Foundation  (OBTF)  OBTF  addresses  families'  needs  on  a  case-by- 
is  the  first  nonprofit  organization  in  Oklahoma  to  case  basis.  Issues  facing  one  family  may  be 
specifically  address  the  needs  of  primary  brain  financial,  while  another  family  might  be  bat- 
and  central  nervous  system  tumor  families.  We  tling  the  depression  of  a  child  with  cancer  or  a 
feel  this  encompasses  a  variety  of  issues,  such  sibling  and  need  counseling  services.  We  take 
as  public  awareness,  patient  and  physician  edu-  the  hand  of  these  families  and  join  them  in  the 
cation,  financial  assistance,  counseling,  access  fight  for  life, 
to  prompt  and  appropriate  medical  information 
and  services,  end-of-life  issues,  hospice  care, 
patients'  rights  advocacy,  and  research. 
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NCI,  Office  of  Cancer  Complementary  and  Alternative  Medicine 

Shea  Buckman,  Office  of  Cancer  Complementary  and  Alternative  Medicine,  National 
Cancer  Institute,  Bethesda,  Maryland 


The  National  Cancer  Institute's  (NCI)  Office  of 
Cancer  Complementary  and  Alternative  Medi- 
cine (OCCAM)  was  established  to  coordinate 
and  enhance  NCI's  activities  in  the  area  of  com- 
plementary and  alternative  medicine  (CAM). 
OCCAM'S  goals  are  to  increase  the  amount 
of  high-quality  information  and  research  on 
the  use  of  CAM  and  CAM-related  approaches 
for  the  diagnosis,  prevention,  and  treatment 
of  cancer  and  cancer-related  symptoms  and 
treatment  side  effects. 

Our  primary  audience  includes  the  cancer 
research  and  practitioner  communities  (includ- 
ing CAM  practitioners)  and  stakeholders  within 
NCI.  Realizing  the  broad  commercial  use  and 
interest  in  CAM,  we  also  recognize  patient 
advocacy  groups  and  the  general  public  as 
potential  audiences. 

OCCAM  is  comprised  of  three  program  areas: 
Research  Development  and  Support  Pro- 
gram (RDSP),  Practice  Assessment  Program 
(PAP),  and  the  Communications  and  Outreach 
Program  (COP).  RDSP  stimulates  research  in 
cancer  CAM  by  designing  activities,  such  as 
the  Invited  Speaker  Series,  Expert  Panels,  and 


Technical  Assistance  Workshops,  that  will 
help  develop  the  foundation  of  science  in  this 
area  of  medicine.  PAP  reviews  retrospective 
and  some  prospective  data  on  cancer  patients 
treated  with  alternative  therapies.  COP  dis- 
seminates information  about  NCI's  CAM  activi- 
ties through  print  publications  and  a  Web  site, 
as  well  as  gathers  information  from  cancer 
researchers,  CAM  practitioners,  and  cancer 
patients  regarding  CAM  research. 

Recent  OCCAM  activities  include: 

•  Sponsoring  the  conference  Jraditional 
Chinese  Medicine  and  Cancer  Research: 
Fostering  Collaborations,  Advancing 

the  Science. 

•  Publishing  the  first  issue  of  the  newsletter 
NCI  CAM  News. 

•  Releasing  two  new  Broad  Agency  Announce- 
ments (funding  opportunities)  for  cancer 
CAM  research. 

•  Hosting  the  OCCAM  Monthly  Lecture  Series. 

•  Posting  a  new,  easier  way  to  find  cancer 
CAM  clinical  trials  to  the  OCCAM  Web  site. 
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Oncology  Nursing  Society 
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The  Oncology  Nursing  Society  (ONS)  is  a  education,  research,  and  administration  in 

professional  organization  of  more  than  33,000  oncology  nursing.  The  overall  mission  of  ONS  is 

registered  nurses  and  other  healthcare  provid-  to  promote  excellence  in  oncology  nursing  and 

ers  dedicated  to  excellence  in  patient  care,  quality  cancer  care.  fl 
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African  American  Health  Program 


African  <  \merican 
flealth  Program 

One  heaWiy  f/fe  leads  to  anotfier. 

The  African  American  Health  Program  (AAHP) 
is  a  program  that  addresses  health  disparities 
that  are  disproportionately  affecting  African 
Americans  in  Montgomery  County,  Maryland. 
The  Program  is  composed  of  community-based 
coalitions  in  the  areas  of  cardiovascular  dis- 
eases, diabetes,  HIV/AIDS,  infant  mortality, 
cancer,  and  oral  health. 

Vision:  African  Americans  in  Montgomery 
County  are  as  healthy  and  safe  as  the  rest  of 
the  population. 

Mission:  Eliminate  health  disparities  and  im- 
prove the  number  and  quality  of  years  of  life  for 
African  Americans. 


Programs: 

1.  Infant  Mortality — Black  Babies  Smile 
(Nurse  Case  Management  Services). 

2.  Diabetes — Diabetes  Education  Series  and 
Diabetes  Dining  Club. 

3.  Cardiovascular  Health — Freedom  Walk, 
Cardio-Kickboxing  Classes,  Tobacco  Cessa- 
tion Campaign,  Blood  Pressure  Screenings. 

4.  HIV/AIDS — Women's  Empowerment  Pro- 
gram, Let's  Talk  Man-To-Man,  OraQuick/ 
Orasure  Testing,  HIV  Media  Campaign. 

5.  Cancer — Outreach/Education,  Smoking  Ces- 
sation Classes,  Cancer  Screenings — Oral, 
Colorectal,  Breast,  Prostate  and  Cervical. 

6.  Oral  Health — Children's  Dental  Screening 
Program. 

7.  African  American  Community-Based  Health 
Promoter  Program. 
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Patient  Advocate  Foundation 


PATIENT  ADVOCATE  FOUNDATION 


Providing  Protosiional  Services  Nationally  sinco  1996 

Patient  Advocate  Foundation  (PAF),  established 
in  1996,  is  a  national  501(c)3  organization  with 
a  mission  of  "safeguarding  patients  through 
effective  mediation  assuring  access  to  care, 
maintenance  of  employment,  and  preserva- 
tion of  their  financial  stability."  PAF  serves  as 
a  liaison  between  patients  and  their  insurer, 
employer,  and/or  creditors  resolving  insurance, 
job  retention,  and/or  debt  crisis  matters  relative 


to  their  diagnosis  of  a  chronic,  life-threatening, 
and/or  debilitating  disease.  Through  profes- 
sional case  managers,  clinical  representatives, 
and  health  care  attorneys,  PAF  resolves  issues 
that  block  access  to  health  care.  PAF  is  head- 
quartered in  Newport  News,  Virginia,  with 
additional  offices  in  Iowa,  California,  Florida, 
and  New  York. 
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Susan  G.  Komen  Breast  Cancer  Foundation 


The  Susan  G.  Komen 
Breast  Cancer  Foundation 


The  Susan  G.  Komen  Breast  Cancer  Founda-  on  early  detection.  To  learn  more,  visit 

tion  is  fighting  to  eradicate  breast  cancer  by  the  Komen  Foundation's  Web  site  at  www. 

advancing  research,  education,  screening,  and  komen.org  or  call  at  I.SOO.I'M  AWARE® 

treatment  and  delivering  life-saving  messages  (1.800.462.9273). 
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National  Cancer  Institute 


maiionai! 
Cancf.r 
Institute 


The  National  Cancer  Institute  (NCI)  is  a  compo- 
nent of  the  National  Institutes  of  Health  (NIH), 
one  of  eight  agencies  that  compose  the  U.S. 
Public  Health  Service  (PHS)  in  the  U.S.  Depart- 
ment of  Health  and  Human  Services  (DHHS). 
NCI,  established  underthe  National  Cancer 
Act  of  1937,  is  the  federal  government's  princi- 
pal agency  for  cancer  research  and  training. 
The  National  Cancer  Act  of  1971  broadened 
the  scope  and  responsibilities  and  created  the 
National  Cancer  Program. 


NCI  coordinates  the  National  Cancer  Program, 
which  conducts  and  supports  research,  train- 
ing, health  information  dissemination,  and  other 
programs  with  respect  to  the  cause,  diagnosis, 
prevention,  and  treatment  of  cancer,  rehabili- 
tation from  cancer,  and  the  continuing  care 
of  cancer  patients  and  the  families  of  cancer 
patients. 
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Kidney  j2^gj^  Association 


The  Kidney  Cancer  Association  is  a  global 
voluntary  health  membership  organization 
comprised  of  71,000  patients,  survivors,  family 
members,  physicians,  researchers,  and  other 
health  professionals. 

Our  work  is  focused  in  three  areas.  Education: 
We  hold  more  than  90  patient  education  meet- 
ings around  the  country  and  hold  the  Kidney 
Cancer  International  Symposium  and  the  Kid- 
ney Cancer  European  Symposium  to  educate 
doctors;  we  have  a  nurse  hotline,  and  our  Web 
site  is  the  most  up-to-date  resource  on  kidney 
cancer.  Research:  In  2002,  the  Association  con- 
vened the  first  meeting  of  the  Maita  Lynn  Ger- 
ber  International  Working  Group  to  research 


the  staging  of  renal  cell  carcinoma  (RCC).  The 
work  of  this  group  continues.  In  2005,  the  Kid- 
ney Cancer  Association  awarded  the  American 
Society  of  Clinical  Oncology  a  research  grant 
to  support  the  work  of  an  RCC  investigator. 
Advocacy:  The  Association  is  an  advocate  at 
the  federal  level  and  works  to  educate  policy 
makers  and  opinion  leaders.  Association  of- 
ficers, directors,  and  volunteer  patients  fight  for 
increased  government  funding  for  research  (in 
kidney  cancer  and  other  cancers)  and  reform  of 
laws  and  government  regulations  that  influence 
the  quality  of  patient  care.  The  Association  ad- 
vocates for  the  approval  of  new  kidney  cancer 
drugs  and  works  to  get  approved  drugs  tried  in 
kidney  cancer. 


Exhibitors 


National  Center  for  Complementary  and  Alternative  Medicine 


nCam 

NATIONAL  CENTER  FOR  COMPLEMENTARY 
AND  ALTERNATIVE  MEDICINE 


The  National  Center  for  Complementary  and 
Alternative  Medicine  (NCCAM)  is  dedicated  to 
exploring  complementary  and  alternative  heal- 
ing practices  in  the  context  of  rigorous  science, 
training  complementary  and  alternative  medicine 


(CAM)  researchers,  and  disseminating  authori- 
tative information  to  the  public  and  profession- 
als. To  find  out  more  about  CAM  or  NCCAM, 
please  call  our  clearinghouse  (1-888-644-6226) 
or  visit  our  Web  site  at  nccam.nih.gov. 
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Centers  for  Medicare  and  Medicaid  Services  (CMS) 


VTBtS  for  MEDICAJ!£&  MEDICAID  SERVICES 


^ 


Formerly  known  as  the  Health  Care  Financ- 
ing Administration  (HCFA),  CMS  is  the  federal 
agency  responsible  for  administering  the  Medi- 
care, Medicaid,  SCHIP  (State  Children's  Health 
Insurance),  HIPAA  (Health  Insurance  Portability 
and  Accountability  Act),  CLIA  (Clinical  Labora- 
tory Improvement  Amendments),  and  several 
other  health-related  programs.  More  informa- 
tion about  CMS  is  available  at  http://new.cms. 
hhs.gov/home/aboutcms.asp.  We  at  CMS  want 
to  assure  health  care  security  for  beneficiaries. 
We  strive  to  create  partnerships  with  members 
of  the  health  care  community  to  improve  quality 
and  efficiency  in  an  evolving  health  care  sys- 
tem. We  work  to  expand  health  care  choices,  to 
improve  access  to  services  for  underserved  and 
vulnerable  beneficiary  populations  and  eliminate 


health  disparities,  and  to  protect  beneficiaries 
from  substandard  or  unnecessary  care. 

CMS  Goals: 

•  Protect  and  improve  beneficiary  health  and 
satisfaction. 

•  Foster  appropriate  and  predictable  pay- 
ments and  high-quality  care. 

•  Promote  understanding  of  CMS  programs. 

•  Promote  the  fiscal  integrity  of  CMS  pro- 
grams and  be  an  accountable  steward  of 
public  funds. 

•  Provide  leadership  in  the  broader  health 
care  marketplace  to  improve  health. 


Exhibitors 


U.S.  Army  Medical  Research  and  Material  Command 
ongressionally  Directed  Medical  Research  Programs 


f 


The  Congressionally  Directed  Medical  Re- 
search Programs  (CDMRP)  were  born  from  a 
powerful  grassroots  effort  led  by  the  breast 
cancer  advocacy  community  that  convinced 
Congress  to  appropriate  funds  for  breast  can- 
cer research.  The  CDMRP  was  created  within 
the  U.S.  Army  Medical  Research  and  Materiel 
Command  in  fiscal  year  1993  (FY93)  to  manage 
these  funds.  This  designation  enabled  a  unique 
partnership  among  the  public,  Congress,  and 
military.  The  unique  voice  and  experiences  of 
patients,  survivors,  family  members,  and  advo- 
cates play  a  pivotal  role  in  the  CDMRP  As  active 


members  of  the  program,  consumers  take  part 
in  setting  program  priorities  and  making  funding 
decisions.  The  CDMRP  has  grown  to  encompass 
multiple  targeted  programs  and  has  received 
more  than  $3  billion  (B)  in  appropriations  from 
its  inception  in  FY93  through  FY05.  Funds  for  the 
CDMRP  are  added  to  the  U.S.  Department  of 
Defense  budget,  where  support  for  individual 
programs  (Breast  Cancer,  Ovarian  Cancer, 
Prostate  Cancer,  Chronic  Myelogenous  Leuke- 
mia, Neurofibromatosis,  and  Tuberous  Sclero- 
sis Complex)  is  allocated  via  specific  guidance 
from  Congress. 
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The  views  expressed  in  written  conference  materials  or 
publications  and  by  speakers  and  moderators  at  HHS- 
sponsored  conferences,  do  not  necessarily  reflect  the  official 
policies  of  the  Department  of  Health  and  Human  Services; 
nor  does  mention  of  trade  names,  commercial  practices,  or 
organizations  imply  endorsement  by  the  U.S.  Government. 
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